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Abstract 
Cancer in the adolescent and young adult (AYA) population has recently become 
an area of international focus within the multidisciplinary oncology profession. 
While a cancer diagnosis at this age is uncommon, it may significantly impact a 
young person’s life experiences during and after treatment. Over the past few 
decades, improvements have been made in the diagnosis and treatment of 
common AYA cancers resulting in an increase in the number of young people 
surviving their diseases. However, little is known about the effects of cancer and 
treatment on a young person’s life beyond the initial treatment phase.  
To address some critical gaps in knowledge about this growing population, this 
cross-cultural study explored the experiences of 45 young adults from Australia, 
England and the United States of America. Data were generated through semi-
structured interviews in the three countries in order to capture a wide variety of 
perspectives within different healthcare and cultural settings. The participants 
received a cancer diagnosis between the ages of 15 and 29 years, were aged 18 to 
40 years at time of interview and were at least two years post active treatment.  
The theoretical framework underpinning the study was informed by the 
hermeneutic philosophy of Hans-Georg Gadamer. Of particular interest was how 
sociocultural and environmental factors, including recent AYA healthcare 
initiatives, shaped narrative development in adulthood. This included an 
investigation of the roles that language, culture and environment play. 
Specifically, the study explored issues associated with creating meaning and 
negotiating identity in young adulthood and how this was influenced by a cancer 
experience. 
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The key analytical research findings depict the concept of time as central to the 
experiences in survivorship. Altered beliefs in temporal progression and 
biographical chronology impacted the organisation of time, the structuring and 
significance of life events, and the use of time as a resource, thereby implicating 
every aspect of young adult cancer survivorship. Recalibrated temporal structures 
manifested through personal narratives and were further shaped by factors 
relating to the concept of temporality in western societies and in youth, 
biomedical culture, social and media depictions of illness and survival, and the 
country’s political climate and healthcare system. Critically, survivorship 
experiences were circumscribed by linguistically mediated and historically 
situated cultural practises that influenced how young people positioned 
themselves and were socially positioned in relation to their post-cancer 
experiences, thereby impacting identity construction in adulthood.  
By conceptualising cancer survivorship beyond biomedical culture, space was 
afforded to reflect upon the insights of the present context and promote 
collaborative approaches in the future. Implications for policy and practice focus 
on temporality, narrative reconstruction and the development of shared 
survivorship discourse. Indeed, the significance of temporality in AYA cancer 
survivorship necessitates the creation of a new agenda for survivorship care that 
reimagines the relationships among health services, community care and 
survivorship networks. Fundamental to this is the collaborative development of 
cancer survivorship discourse that reflects a broader understanding of the life 
experiences of this population.  
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 Introduction Chapter 1:
According to Haupt et al. (2007, p. 1779), the ultimate goal in the cure and care 
of young people with cancer is: 
…that the young person becomes a resilient, fully functioning, 
autonomous adult with an optimal health-related quality of life, accepted in 
the society at the same level as his/her peers. 
Chapter One considers this objective when presenting this PhD research project 
that explores the cancer survivorship experiences of young adults. This is done 
by firstly providing background knowledge to contextualise the research and to 
identify gaps in current understanding of adolescent and young adult (AYA) 
cancer survivorship. Secondly, the research settings are presented. The third 
section provides the statement of purpose for the research and sets out the aim, 
objectives and research questions driving the study. The significance and scope 
of the research is then outlined to argue its importance to this nascent area of 
knowledge. Finally, a thesis outline is provided. 
1.1 Background 
Cancer care has traditionally focused on treating the disease to increase the 
likelihood of survival. Improvement in treatment outcomes, and the consequent 
increase in the numbers of cancer survivors, means that the cancer journey 
extends well beyond the end of treatment. While follow-up care focuses 
primarily on cancer recurrence, spread and the early identification of new 
cancers, the experience of survivorship is not limited to the biomedical domain, 
but includes physical, psychological, social and existential issues (Boyes et al., 
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2009). Hence, the experience of cancer survival permeates all aspects of 
everyday life.  
The occurrence of cancer in the adolescent and young adult (AYA) population is 
uncommon, accounting for just 2% of all invasive cancers (Bleyer et al., 2006). 
Despite its scarcity, a diagnosis during this life stage may have far-reaching 
consequences for a young person’s life experiences during and after treatment 
(Australian Institute of Health and Welfare, 2011). Psychological and social 
factors experienced by young people mean that this demographic is at higher risk 
for delays in diagnosis which, in turn, may impact the experiences of cancer 
survival (Bleyer, 2007). Consequently, long-term risks of mortality and 
morbidity vary which can lead to more severe late effects and secondary cancers. 
Indeed, despite improvements in some areas, there continue to be significant 
socio-demographic differences in cancer survival and the quality of survivorship. 
One reason is that there has been less improvement in cancer survival in the 
AYA age group in the last several decades, when compared with survival in 
children and older adults during same time period (Bleyer, 2010). Factors that 
have created this deficit are experienced globally, including the lack of awareness 
about cancer in young adults, as well as the low participation rates in clinical 
trials (Bleyer, 2007). Other factors, such as health insurance coverage and 
geographical environment, vary across countries. But despite regional 
differences, the international multidisciplinary oncology profession is 
increasingly aware that services for young people with cancer have been poorly 
addressed within current healthcare systems on a global scale (Morgan et al., 
2010). AYA cancer care has therefore become an area of international concern, 
with a primary focus on the treatment phase.  
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While the rate of improvement in survival outcomes for AYAs has been slower 
than in other age groups, there has still been progress in cancer diagnosis, 
treatment and supportive care. As such, improvements in the detection and 
treatment of common cancers in AYAs have resulted in an increase in the 
number of young people surviving their diseases and a steadying of cancer 
incidence in Australia (Australian Institute of Health and Welfare, 2011). It is 
estimated that one in every 250 young Australians (20 – 40 years) is a cancer 
survivor (Clinical Oncology Society of Australia, 2011). Furthermore, there is 
greater recognition that this group has distinct and age-specific biological, 
psychosocial and information needs (Bleyer, 2009; Palmer & Thomas, 2008).  
Despite some progress, disparities continue to exist in the healthcare and support 
options available for this patient group, such as whether they are treated in 
paediatric or adult facilities (Bleyer, 2007; Thomas et al., 2006; Zebrack, 2010). 
Indeed, numerous obstacles in the field of AYA oncology have been identified 
including limited public awareness, clinical trial activity, availability of 
biospecimens for translational research, the education and training of healthcare 
professionals in AYA care, the distinctive array of AYA cancers, and the unique 
psychosocial and financial challenges faced by this age group (Bleyer, 2010). 
Although recent initiatives have begun to address these issues, there is limited 
research on the impact of cancer and treatment on young people who survive 
their diseases. Due to the intense scheduling, the often debilitating physical 
effects and other complexities of cancer treatment, it is often in the survivorship 
phase that AYAs begin to emotionally and intellectually process how such a 
traumatic experience may impact the rest of their lives (Thompson et al., 2009).  
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The concept of AYA cancer survivorship is poorly understood. In broader 
research, survivorship has been conceptualised as the period after a traumatic 
event that alters an individual’s perceptions of self, the world and possible futures 
(Peck, 2008). However, much of the current knowledge on AYA cancer 
survivorship has been extrapolated from research focusing on children (e.g. The 
Childhood Cancer Study, 1993-2012), or the younger adolescent (Bleyer, 2005; 
Mattsson et al., 2007). Some studies suggest that less life satisfaction in 
survivorship may be associated with a younger age at diagnosis; however it is 
unknown whether this also applies to the young adult survivors of AYA cancer. 
But what has been uncovered in the limited psychosocial research available is 
that many AYA cancer survivors express a greater appreciation of life (Grinyer, 
2009) and a desire to do something special with their lives; to live meaningfully 
(Thompson et al., 2009). Indeed, the ability to conceptualise what “something 
special” is and to subsequently achieve this self-determined goal may contribute 
to long-term quality of life.  
Increasing evidence suggests that finding meaning in life, in the sense that one’s 
life has order and purpose, is a key determinant of overall quality of life 
(Greenstein & Breitbart, 2000; Jim et al., 2006; Lee, 2008). As such, the cancer 
experience may indeed have both negative and positive effects on meaning-
making and identity formation during survivorship (Park et al., 2010; Zebrack, 
2000). Indeed, for those diagnosed in adolescence or young adulthood, a cancer 
survivor identity will remain throughout adulthood. Given their life stage at 
diagnosis, AYAs thus commence their trajectory into adulthood and form their 
worldviews and self-concepts in reference to a cancer experience. Hence 
survivorship is the lens through which they experience life. Yet it remains 
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unclear how young survivors negotiate post-cancer identity (re)construction, how 
they conceptualise meaning in life and whether they are able to achieve a sense of 
meaning and purpose over the course of their adult lives.  
For this reason, the particular interest of the researcher was how young adult 
survivors of AYA cancer conceptualise meaning in life. The concept of “meaning 
in life” has been the subject of much speculation throughout human history. The 
quest to understand it has challenged theologians, philosophers and scientists 
from diverse ideological and cultural backgrounds. The research focus was, 
therefore, how young adult cancer survivors engaged with such questions about 
how to live given that they had confronted their own mortality at the critical stage 
of entry into adulthood. To do this, the cancer survivorship experiences of young 
adults in Australia, England and the United States of America were explored. The 
research included an investigation of the roles that language, culture and 
environment play, including the political, healthcare, technological, geographical 
and socioeconomic infrastructure of each country. Of particular interest was how 
sociocultural conditions, including recent adolescent and young adult (AYA) 
healthcare initiatives, shaped the development of post-cancer meanings and 
identities.  
An important outcome of the research is an understanding of how AYA cancer 
survivors create meaning and negotiate identity in adulthood. Indeed, the 
growing body of research literature on AYA cancer focuses on health needs in an 
effort to improve service provision for this group. By contrast, this study has 
provided space for young people’s everyday experiences to be articulated outside 
the biomedical model. The development of such knowledge has the potential to 
initiate a new discourse for young survivors that is representative of the life 
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experiences of this group. In so doing, healthcare providers, community 
organisations, advocacy groups and young people will have an increased 
appreciation of what factors contribute to the creation of a meaningful and 
fulfilling life in survivorship. This will have practical application in the 
development and delivery of early interventions, post-treatment supportive care 
and community programs to assist young survivors to reach their full potential in 
adulthood. Importantly, when treatment has finished, the onus should extend 
beyond the healthcare professions to support this population as its members 
negotiate the complexities of cancer survivorship and adulthood. 
1.2 Research Settings 
The study explored how meaning is conceptualised by young adult survivors of 
AYA cancer, from the perspective of the survivors. The research was conducted 
across three countries, Australia, England and the United States of America, in 
order to capture a wide variety of experiences within different healthcare and 
cultural settings. These countries were chosen as they are comparable western, 
democratic societies and are three of the world leaders in the development of age-
specific models of AYA cancer care. Indeed, there is increasing recognition 
within the three countries’ healthcare systems that although AYAs represent a 
small percentage of cancer patients, the distinct biological, psychosocial and 
information needs of this demographic warrant the development of AYA cancer 
care as a sub-specialty of oncology (Williams, 2013).  
There is, however, discrepancy in the age group definition of AYA, with the age 
bracket ranging from 13 to 39 years internationally. This presents a challenge 
when comparing healthcare environments across the three countries. 
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Furthermore, there is debate about the age that an adolescent is no longer 
considered a paediatric patient and thus should transition to adult healthcare 
settings. Traditionally, oncology services have been divided between paediatric 
and adult settings, with AYAs (often arbitrarily) assigned to either. Both 
healthcare environments may be equally inappropriate for an age cohort that is at 
a critical stage of their physiological and psychological development into 
adulthood (Carr et al., 2013). Within paediatric-focused institutions, the average 
patient age is 4 – 5 years, whereas the average patient age is 60 years in adult 
institutions (D'Agostino et al., 2011). This division demonstrates an institutional 
gap in services and infrastructure designed for AYAs. More recently, however, 
there has been increased interest around the development of dedicated age-
appropriate areas within broader hospital settings. But although significant 
headway in AYA cancer care has been made in the past few decades, the 
discipline of AYA oncology, relative to paediatric and adult models, is still in its 
infancy.  
Furthermore, the concept of “cancer survivorship” has become an area of recent 
international focus leading to discussions about how to best support young people 
after treatment and throughout the survivorship trajectory. Factors such as 
geographical distances, political climate, healthcare systems, funding models and 
the broader sociocultural practices of a given country have all impacted the 
direction of research and development in survivorship care. Hence, each of the 
three countries has approached the fields of AYA cancer care and survivorship in 
different ways. A brief outline of the main initiatives to date is provided below. 
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England  
In the United Kingdom (UK), teenagers and young adults (TYA) are defined as 
those aged 13 – 24 years old at diagnosis1. The United Kingdom provides a 
coordinated approach to TYA cancer care with the development of 27 (to date) 
specialist Teenage Cancer Units based within National Health Service (NHS) 
hospitals. Teenage Cancer Trust (TCT) is a non-profit organisation committed to 
improving outcomes for young people with cancer. Upon its formation in 1990, 
TCT prioritised the development of dedicated hospital units for young cancer 
patients (Teenage Cancer Trust, 2014b). The NHS provides the majority of 
cancer care in the UK, while there is only a relatively small private healthcare 
system. As such, TCT’s advocacy initiatives and subsequent collaboration with 
the NHS led to the development of national policy guidelines for the organisation 
and improvement of TYA cancer services (National Institute for Health and Care 
Excellence, 2005). Consequently, young people in the UK are able to access free 
healthcare and a national healthcare policy that recognises their distinct 
healthcare and psychosocial needs. While the research interviews were conducted 
in England, the NHS policy guidelines and service provision span the United 
Kingdom. Hence, references to policy and practice in this research refer broadly 
to the United Kingdom. 
Key policy guidelines include the requirement for referral to specialised TYA 
multidisciplinary teams and the nationwide provision of dedicated treatment 
environments within NHS hospitals. Accordingly, purpose-built Teenage Cancer 
Units provide age-appropriate care for those diagnosed between the ages of 13 
                                                
 
1 TYA rather than AYA is used in relation to England as this is the terminology used in the United Kingdom.  
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and 24 years. As well as medical facilities, these units have been designed to 
support young people’s lifestyles through the provision of musical instruments, 
technological infrastructure, learning spaces, recreational equipment and 
activities, family-friendly kitchens and comfortable day rooms for interaction. 
Furthermore, TCT convenes the only international TYA oncology conference for 
health professionals and also a national patient conference for this demographic. 
These and other supportive care and education initiatives have meant that the UK 
is widely perceived to be in the vanguard of developments for AYA oncology.  
In addition, in 2008, the UK’s National Cancer Survivorship Initiative (NCSI) 
was launched. The NCSI is a partnership between the Department of Health, 
NHS Improvement and the large non-profit organisation, Macmillan Cancer 
Support. The vision of the NCSI is that those living with and beyond cancer are 
supported to live as healthy and active a life as possible, for as long as possible 
(National Health Service & Macmillan Cancer Support, 2010). This recent 
national healthcare priority has increased the translational research into cancer 
survivorship and the provision of ongoing supportive care programs for 
survivors. Indeed, research into survivors of childhood, adolescent and young 
adult cancer was highlighted as an area of priority. However, improvements in 
survivorship care services and delivery have been slow and the participant 
sample in this research study received limited benefits from this recent initiative.  
United States of America 
Adolescents and young adults in the United States (US) are defined as those aged 
15 – 39 years old at diagnosis, representing an older demographic when 
compared to Australia and the United Kingdom. A lack of improvement in the 
treatment outcomes for AYA cancer patients in the US led to scrutiny by both 
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governmental and non-governmental bodies in 2005, when the National Cancer 
Institute (NCI) and the Livestrong Foundation (formerly Lance Armstrong 
Foundation) conducted a Progress Review Group in AYA oncology. As such the 
Livestrong Young Adult Alliance, in conjunction with the NCI, developed a 
position statement establishing standards of care for AYA patients that are 
instrumental in guiding research and care imperatives for this demographic 
around the world (National Cancer Institute & Livestrong, 2006). Significant 
policy progress has been made in the past decade with the National 
Comprehensive Cancer Network recently issuing comprehensive practice 
guidelines on the treatment of AYAs with cancer, including survivorship care 
and screening recommendations (National Comprehensive Cancer Network, 
2012). Accordingly, a number of AYA clinical programs have been successfully 
developed in several US oncology institutions throughout the country.  
The NCI also established the Office of Cancer Survivorship in 1996, with a 
priority research area being health disparities among disadvantaged populations, 
more recently including AYA survivorship (Office of Cancer Survivorship, 
2014). Despite this, inconsistencies remain in the treatment and survivorship 
options available for AYAs which, in part, are associated with the absence of 
universal healthcare coverage. As such, the majority of Americans are covered 
under various levels of private health insurance often tied to employment status. 
Consequently, AYA patients may have sub-optimal insurance coverage and thus 
are often prevented or delayed from accessing essential healthcare (Bleyer, 
2010). In addition, while all fifty states in the US have a cancer plan, most of 
which include survivorship recommendations, these are largely unfunded 
mandates (Jefford et al., 2013). For example, although risk-based long-term 
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follow-up guidelines for survivors of childhood, adolescent and young adult 
cancers are available from the Children’s Oncology Group (Children's Oncology 
Group, 2008), these recommendations are administered discretionarily and within 
the limits of available funding. Hence, systemic fragmentation of healthcare 
insurance and delivery means that disparities continue to exist regarding the 
accessibility of optimum cancer and follow-up care for young adults.  
Australia 
In Australia, recognition that existing support services were inadequately 
supporting AYA cancer patients led to the development of the Youth Cancer 
Networks Program in 2008 (Clinical Oncology Society of Australia, 2012). This 
federally funded initiative includes a number of national and jurisdictional 
projects that aim to deliver models of specialised care by improving services, 
facilities, support and information. Although there are now five Youth Cancer 
Services across the eight states and territories of Australia, differing service 
models have been developed according to diverse geographical and state 
government healthcare factors. Despite regional variations, all jurisdiction 
models aim to adhere to the principles outlined in Cancer Australia’s seminal 
report into AYA cancer care, the National Service Delivery Framework for 
Adolescents and Young Adults with Cancer (Cancer Australia & CanTeen, 2009).  
In the above document, the age range of the AYA cancer population in Australia 
is defined as 15 – 25 years for the purposes of guiding service development. It 
identified the essential components to improve outcomes for AYAs with cancer 
such that a national service model could be implemented across Australia. 
However, the research and care delivery improvements that have been 
implemented as a consequence of these guidelines largely focus on the treatment 
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phase of the cancer trajectory. As such, late effects clinics and survivorship care 
for this demographic continue to be delivered on an arbitrary basis, with some 
notable exceptions (e.g. ONTrac at PeterMac, 2014). 
Further, the Australian Institute of Health and Welfare (AIHW) recently released 
the first national dataset on AYA cancer in Australia (2011). The report indicated 
that the overall five-year survival of young Australians with cancer (aged 15 – 29 
years) is relatively favourable compared with other countries (88% in 2004 –
2010). But similar to the experiences of the UK and the US, improvements in 
AYA cancer survival have been slower than the progress observed in children 
and older adults over the past three decades (Australian Institute of Health and 
Welfare, 2011).  
Cancer survivorship has also been identified as a critical issue within the 
Australian multidisciplinary oncology community. In contrast to the UK and the 
US, however, a national survivorship care framework or research agenda has not 
as yet been created. The lack of integrated activity to develop a national 
survivorship agenda was noted in documents such as the National Service 
Improvement Framework for Cancer (National Health Priority Action Council, 
2006). This seminal framework for cancer care in the Australian context 
highlights “the relative lack of attention outside of the treatment context” and that 
“there is an urgent need for increased research data and the development of 
organised and co-ordinated approaches to care” (2006, p. 59). To address this, the 
Clinical Oncology Society of Australia (COSA) recently drafted a position 
statement on the critical components of cancer survivorship care (2014). This and 
other influential documents (e.g. Australian Institute of Health and Welfare, 
2011; Cancer Australia & CanTeen, 2009; Palmer & Thomas, 2008) demonstrate 
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the need for ongoing service development and research into both survivorship 
care and AYA cancer in Australia.  
1.3 Statement of Purpose  
The purpose of this research was to gain in-depth understanding of the 
experiences of young adult survivors of AYA cancer. This required an 
exploration of the sociocultural and healthcare contexts that frame young 
survivors’ worldviews. The research explored how such conditions and processes 
shape the meanings of young survivors and concurrently, how these meanings 
shape their worldviews and identities. The perspectives of young adult cancer 
survivors informed this understanding.  
1.4 Aim 
To understand how young adult survivors of adolescent and young adult cancer 
conceptualise meaning in life. 
1.5 Objectives 
• To explore the processes of meaning and identity formation in relation to an 
AYA cancer survivorship experience;  
• To explore the roles of language and culture in the development of post-
cancer meanings and identities;  
• To generate knowledge about how young adult cancer survivorship is socially 
constructed and how this shapes young survivors’ experiences; 
• To provide insight into the future development of an AYA cancer 
survivorship agenda. 
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1.6 Research Questions 
• How is life experienced by young adult survivors of AYA cancer? 
• What are the processes involved in constructing meaning for this group? 
• How do local circumstances and sociocultural norms shape the social 
positioning and meaning-making processes of young adult cancer survivors? 
• How are the meanings and identities of young adult cancer survivors shaped 
in relation to their experiences? 
1.7 Summary and Implications 
Survivorship studies focusing on the AYA age group are needed to 
answer questions about their medical and psychosocial needs. Addressing 
these issues is essential to achieving the same progress in the AYA 
cancer population as has been made in other patient populations (Soliman 
& Agresta, 2008, p. 61). 
Within the aforementioned context, the primary significance of this study is that 
some critical gaps in knowledge about the AYA cancer journey are addressed. 
Previously, there has been limited research on the experiences of AYAs as cancer 
survivors. As noted, existing research on cancer survivorship more broadly has 
predominantly focused on the health needs and/or post treatment effects. Even in 
the research literature pertaining to psychosocial oncology, psychiatric indices 
have traditionally been used to assess the psychosocial impact of cancer. As such, 
these measures have been adapted from a biomedical model to classify 
individuals according to their emotional responses to cancer (Mathieson & Stam, 
1995). Furthermore, despite the relationship between meaningfulness to 
psychological wellbeing, meaning tends not to be a focus in psychosocial 
oncology research (Greenstein & Breitbart, 2000). Hence, this research is original 
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in generating knowledge about the issues associated with conceptualising 
meaning in life in relation to cancer survivorship, negotiating a survivor identity 
in sociocultural contexts, and what this may mean for these individuals in 
adulthood. The findings from this research will contribute to the knowledge base 
required to ensure cancer survivorship programs are developed for young people 
that reflect a broader understanding of the life experiences of this population.  
While the origin of cancer survivorship is biomedical, the experiences of cancer 
survivors are lived in everyday society. The significance of this research thus 
stretches beyond the biomedical domain and paves the way for the development 
of a new survivorship agenda that acknowledges, validates and encompasses the 
full spectrum of life experiences of this distinct group. Given the complexity of 
human life, research into life experiences and meaning-making after cancer will 
inform medical and allied healthcare providers, community organisations, policy 
makers, patients, survivors and caregivers.  
The research scope included an exploration of the cancer survivorship 
experiences of young adults from Australia, England and the United States of 
America. The study aimed to capture, analyse, interpret and understand the 
construction of meaning by the participants in collaboration with the researcher. 
The participants received a cancer diagnosis between the ages of 15 and 29 years, 
were aged 18 to 40 years at time of interview, and were at least two years post-
acute treatment. As the study explored the perceptions and experiences of young 
cancer survivors, factual information about their diseases, treatment, or other 
aspects of their lives (such as marital status or education level) was not collected 
or hypothesised. However, basic information regarding disease type was 
collected from participants in order to contextualise their experiences and thus 
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provide a general understanding of the severity of cancer and length of treatment 
protocol. This information was not necessary for data analysis and theory 
generation. Confirmation of the information provided by the participants was not 
checked via medical records or other means. In addition, the views of family, 
health professionals and other key players in the participants’ lives were also 
outside the scope of this study.  
Indeed, research indicates that patients’ reported experiences are better predictors 
of quality of life outcomes relative to objective conditions (Zebrack, 2014). 
Furthermore, few studies in AYAs with cancer have found significant 
associations among clinical characteristics, such as cancer type, or its severity or 
prognosis for survival, to explain variability in psychosocial outcomes (Kwak et 
al., 2013). While this may be true for the majority of survivors, particular cancers 
such as brain tumours may leave patients with long-term impairments and 
consequently these patients tend not be included in psychosocial research (Cheng 
et al., 2009; Locke et al., 2008). Thus while information about disease type and 
treatment was likely to influence participants’ survivorship trajectories, the study 
was not designed to establish relations between variables. The sole purpose of 
this study was to elicit the perceptions of young survivors to explore ideas and 
gain insight into how their understandings and meanings were constructed.  
1.8 Thesis Outline 
This thesis presents the completed program of research for the PhD study. The 
dissertation consists of eight chapters: the introductory chapter, a secondary 
chapter that contextualises the research study, a theoretical framework, three 
chapters that address the research findings related to the objectives noted above, 
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and a final chapter that synthesises the findings and concludes the thesis. The 
primary objectives of each chapter are described below. 
Chapter One has provided an introduction to the research, including its 
background and purpose. A brief outline of the research settings of England, the 
United States of America and Australia provided information about the countries’ 
AYA cancer and survivorship initiatives to date. The aim, objectives and research 
questions were then presented. The significance and scope of the study 
demonstrated that this research addresses a significant gap in the knowledge base 
on AYA cancer survivorship.   
Chapter Two provides the contextual framework for the research topic and 
broadly examines some of the relevant recent literature. In order to set the scene 
for the subsequent process of inquiry, key concepts are explored and rationale 
provided for definitions used. This includes terminology surrounding the 
concepts of youth, adolescence and young adulthood, cancer survivorship, 
meaning in life and identity in relation to the illness trajectory. An overview and 
critique of the relevant literature on the psychosocial aspects of AYA cancer 
survivorship concludes Chapter Two. 
Chapter Three argues the theoretical framework that underpins this research 
study. It clearly articulates the research approach adopted and the philosophical 
orientations that inform such an approach as they derive from Hans-Georg 
Gadamer’s hermeneutic philosophy (1960/2004). Within this theoretical 
framework, concepts explored include the roles that language, sociocultural 
context and tradition play in constituting young cancer survivors’ understandings 
and worldviews. 
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Chapter Four outlines the methodological focus of the research and the rationale 
for its application is argued. Discussion includes how interpretative hermeneutic 
inquiry informed the way the researcher engaged with the data. The chapter 
presents the research design developed to address the aims and objectives stated 
in Chapter One. Also included is detail regarding the participant sample, the data 
collection strategies used and justification for their usage, recruitment and 
consent procedure and data analysis. Further, the health and safety issues and 
ethical considerations of the research are discussed.  
An introduction to the research findings then contextualises Chapters Five, Six 
and Seven by presenting a diagrammatic representation of how meaning is 
created in survivorship. This introduction highlights the concept of time as it 
implicates every aspect of young adult cancer survivorship. As such, young adult 
survivors engage in a transitional process of re-creating assumptive worldviews, 
meanings and social positioning by recalibrating temporal perspectives.  
Chapter Five explores the processes involved in recalibrating temporal 
perspectives and creating meaning after cancer. Discussion includes how the 
concept of time, as conceptualised during young adulthood, is fundamentally 
altered by the existential challenges of a cancer experience. As such, meaning-
making on a personal level involves navigating uncertain futures, living in the 
knowable present and budgeting time. 
Chapter Six then explores how personal meanings and identities are socially 
negotiated and what this means for the narrative reconstructions and identity 
development of young survivors. Here it is argued that meaning is shaped by the 
dominant discourses of a particular culture. It is also proposed that the social 
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concept of young adult cancer survivorship is largely dependent upon who or 
what “owns” their time and thus their narratives. This has implications for 
personal identity, life authorship and social connectivity. 
Chapter Seven concludes the findings chapters by reflecting on the contextual 
factors of culture and environment, including the political, healthcare, 
technological, geographical and socioeconomic infrastructure of England, the 
United States and Australia. This cross-cultural exploration highlights salient 
experiences specific to each country. Discussion includes how certain 
sociocultural conditions, including recent AYA healthcare initiatives, shape 
survivor self-concept and role positioning in adulthood. It is argued that 
survivorship narratives and identities are verified in reflexive response to 
discursive practises generated within national contexts. 
Chapter Eight synthesises key findings from Chapters Five, Six and Seven to 
critically reflect on the cancer survivorship experiences of young adults and how 
meaning in life is conceptualised. Discussion includes the importance of 
developing a cancer survivorship discourse beyond a biomedical culture. The 
concepts of youth and survivorship in the context of time are discussed and the 
term “survivor time” is presented. The chapter then poses a new conceptual 
framework for understanding young adult cancer survivorship that centralises 
temporality. From this, three key implications for policy and practice are 
provided that focus on temporality, narrative reconstruction and collaborative 
healthcare discourse.  
The thesis concludes by arguing that the development of shared language and 
resources is key to initiating an open and collaborative dialogue for future 
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research, service development and social understanding about AYA cancer 
survivorship that reflects a broader understanding of the life experiences of this 
demographic.
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 Contextual Framework Chapter 2:
An objective of this research project was to explore sociocultural conditions and 
processes as they interact with the cancer survivorship experiences of young 
people. Hence, Chapter Two contextualises this research in order to generate a 
framework of investigation into the everyday experiences of young adult 
survivors. In so doing, four broad areas were considered in order to develop an 
in-depth understanding of the socially contextualised process of AYA cancer 
survivorship. The exploration of these knowledge areas was not exhaustive; 
rather, this chapter clearly positions the research within relevant sociocultural and 
biomedical constructs. Broadly contextualising the phenomenon of AYA cancer 
survivorship is important because the topics of AYA cancer and survivorship are 
gaining traction in multidisciplinary oncology communities. To date, research has 
principally been conducted within healthcare contexts. Hence, there has been a 
predominant focus on addressing the unmet needs of AYA patients, while the 
complex matrix of sociocultural conditions and processes impacting survivorship 
has been largely overlooked. These include such factors as the cultural 
expectations associated with the period of youth in western societies, the socially 
negotiated identities implicit to cancer and survivorship, and the social, political 
and healthcare practices of the country in which a young person resides.  
In this chapter, the concept of youth is firstly examined and the adolescent and 
young adult age range defined for the purposes of the research. The term “cancer 
survivor” is then critiqued within the context of its use in western countries and a 
definition provided, again for the specific purposes of the study. A brief review 
of literature regarding the concepts of meaning in life and identify formation is 
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also explored in relation to the illness trajectory. Lastly, an overview of the 
current literature on the psychosocial aspects of AYA cancer survivorship is 
presented. Throughout the chapter, the relevance of these concepts in providing 
useful background for this research project is addressed, as are the limitations of 
the existing research on AYA cancer survivorship. 
2.1 Adolescence and Young Adulthood as a social concept 
In western society, youth is the term used to describe the period when a young 
person undergoes puberty and matures physiologically, cognitively and socially. 
Since the timing and pace of development is subject to considerable variation, 
developmental psychologists and others broadly define it as the period of 
transition between childhood and adulthood (Santrock, 2005). Other terms such 
as teenager, adolescent, young adult, and more colloquially kidult2, all refer to 
the broad spectrum of ages that are associated with the concept of youth. The 
United Nations defines youth as the period between the ages of 15 and 24 years 
(United Nations, 2011). The World Health Organisation (WHO) defines 
adolescents as aged between 10 – 19 years and youth as comprising those 
between 15 – 25 years of age. The WHO also acknowledges that the health and 
healthcare needs of young people are firmly related to the social, political, and 
economic circumstances in which they live (World Health Organization, 1986). 
Concepts of age in regard to legal rights and responsibilities vary from country to 
country. Evidently then, what is common to this group is the broad (and blurred) 
age range within which the social, psychological, economic and cultural 
significance of this physical state varies considerably. Thus youth cannot be 
                                                
 
2 A kidult is an adult who makes lifestyle choices that society perceives to be representative of youth culture. 
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identified as a homogenous or static group. Nonetheless, the majority of literature 
on youth is based on assumptions inherited from developmental psychology 
about universal stages of development, identity formation, normative behaviour 
and the relationship between social and physical maturation (Wyn & White, 
1997). 
It is therefore necessary to draw a distinction between the biological age group 
this research examined and the social processes that construct those within the 
group as distinct. The social concept of youth first emerged in developed 
countries during the Industrial Revolution of the 19th century, primarily in 
response to changes in the structure of labour and education (Tyyskä, 2014). The 
requirement for skilled labour led to formal education becoming more available 
to the masses. This period thus initiated a cultural shift whereby the age at which 
young people could be legally employed increased, as did time being schooled, 
which consequently extended the time period before individuals entered the 
workforce and became “adults” (Klein, 1990). However, it was not until the 
1950s that, in the western world, mass media and other commercial enterprises 
promoted a distinct youth culture through fashion, music and other age-specific 
consumer habits (Kjeldgaard & Askegaard, 2006). An in-between life stage was 
created; those who were no longer children and yet had not embarked upon 
significant transitions commonly associated with entering adulthood, such as 
work or marriage. Neither a child nor an adult, they were something else. It was 
thus the social and historical contexts that this age group engaged with, not the 
inherent characteristics of the age, which led to the construction of the group as 
different from either children or adults. Hence, the concept of youth is not related 
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to biological age per se, but to dynamic social processes that vary across the 
world and change over time.  
Despite the relatively recent inclusion of “youth” as a distinct period in the life 
span, there have been varying institutionalised responses to this concept within 
western society. As noted by Morgan et al. (2010), education systems have 
recognised the complex learning and developmental issues faced by this group. 
Similarly, criminal justice systems acknowledge the requirement to treat 
adolescents as neither children nor adults (Scott & Steinberg, 2008). 
Furthermore, the commercial world is dominated by brands and fashions 
targeting this population, thereby generating and reproducing western media 
standards that glorify youth. Conversely, western healthcare models have largely 
overlooked youth as a distinct group (Morgan et al., 2010). In the past few 
decades, however, the term “adolescents and young adults” has been coined 
within healthcare systems to refer to the broad age range that encapsulates the 
concept of “youth”. Despite this, healthcare services remain largely divided 
between paediatric and adult models (D'Agostino et al., 2011). 
It follows that even where adolescents and young adults are defined as a distinct 
group, caution must be taken in assuming that there are specific attributes 
naturally occurring in every individual. Biological facts are likely to be common; 
however, experiences of growing up and understanding the world and themselves 
are multifaceted. Who they are, how they see, and what they perceive to be 
important or meaningful are the result of converging ideas, understandings, 
experiences, and interactions all embedded in their particular social and cultural 
milieu. As Guba and Lincoln (1989) suggest, there are as many constructions of 
meaning as there are individuals, although many meanings are shared. If a young 
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person is diagnosed with cancer, this experience will therefore factor into their 
meaning-making processes; their worldview and selfhood will be affected.  
Of course, there is practical value in defining a population as distinct from others 
(Gergen, 1999). While meanings across cultures vary, members of cultural 
groups and professional disciplines often share values and definitions. Yet there 
is no universally accepted age definition of adolescence and young adulthood. 
Definitions of “young people” have varied between 10 to 44 years based on the 
research focus of various health reports (Aubin et al., 2011) and in the three 
locations explored in this study, the age definition of AYA ranged from 13 to 39 
years. Furthermore, while the age range of the AYA cancer population in 
Australia is currently defined as 15 – 25 years for the purposes of guiding service 
development (Cancer Australia & CanTeen, 2009), much of the Australian 
research and statistical data on the AYA population have focused on those aged 
15 – 29 (e.g. Australian Institute of Health and Welfare, 2011). The National 
Cancer Institute (2011) in the United States broadly defined this group as those 
aged 15 – 39 years, whereas the 2006 Surveillance, Epidemiology and End 
Results (SEER) program report on AYA cancer used the 15 – 29 age range. 
Britain’s National Health Service defined teenagers and young adults (TYA) as 
those between the ages of 13 and 24 years (National Cancer Survivorship 
Initiative, 2010).  
It is therefore apparent that there are many controversies and considerations when 
defining an AYA population within a healthcare context, especially given the 
impact of shifting societal norms (McMaster in Aubin et al., 2011). Despite 
regional variances, however, the broad spectrum of maturities and lifestyles 
experienced by this group has been recognised by all countries’ healthcare 
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systems. Hence, some flexibility in the age definitions for the purposes of 
treatment and care has been established. Healthcare providers are becoming 
increasingly aware that services for AYAs with cancer require the support of 
professionals who are experts in their disease in conjunction with professionals 
who are experts in this age group (Morgan et al., 2010). Furthermore, Grinyer 
(2007b) argued that while the underpinning philosophy of care for AYA must be 
age-appropriate, consideration must also be given to the variety of life stages 
within this age bracket. The rationale against a “one size fits all” approach to 
AYA cancer care is summarised below. 
Forcing an emerging community to adopt a rigid age definition is surely 
strategically unsound. The appropriate age range for AYAO will be 
necessarily dependent on context. Using a chronological definition is too 
confining, as the context needs to take into account the developmental 
age and psychosocial circumstances of a specific patient, as well as the 
underlying biology of the malignant disease for which the patient 
requires treatment (Barr, Rogers, Schacter in Aubin et al., 2011, p. 4). 
Thus while age parameters were defined for the purposes of conducting research, 
it was the social processes this group engages with that were of particular interest 
in this study. In line with the definition used in the AIHW’s inaugural report on 
cancer in adolescents and young adults (2011), this research study defines AYA 
as those aged between 15 and 29 years at cancer diagnosis, while the young adult 
survivors interviewed were 18 to 40 years. The reasons for the choice of age 
range were various. First, this demographic share similar types of cancers, their 
treatment outcomes have not improved to the same extent as older and younger 
patients on a global scale, and there is limited availability of age-appropriate 
support (Vital Options International, 2011; Zebrack, 2010). Furthermore, as the 
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boundaries between youth, childhood and adulthood are ever-changing, the 21st 
century western construction of “youth culture” usually extends throughout the 
20s, whereas people in their 30s are more likely to be perceived in society as 
autonomous adults undertaking many of the functions associated with adulthood 
(Arnett, 2000). Yet despite the internationally acknowledged gap in outcomes 
and quality of life for young adult cancer survivors, limited knowledge exists 
about the experiences of this population. For this reason, this study acknowledges 
that there is substantial variability in the life stages and experiences of the 
adolescent and young adult age group.  
2.2 What is cancer survivorship? 
…being a cancer survivor is at the forefront of my self awareness. It 
enters into the conversations that I have with myself about what I want to 
do, how I want to spend money, how I want to spend time, my energy, all 
of that. Being a cancer survivor has added another dimension to my 
identity. I am a cancer survivor (5 year colorectal survivor in Reuben, 
2004, p. 1).  
From first impression, the psychosocial cancer survivorship literature suggests 
that the survivorship trajectory commences once an individual has finished active 
medical treatment. By this definition, the survivorship trajectory not only 
involves managing the ongoing and sometimes delayed physical effects 
associated with disease or treatment, but it is also a period of negotiating the 
“same” world with an altered perspective. Cancer disrupts the life narrative of an 
individual; interpretations and experiences of physicality alter and societal roles 
and personal identity irrevocably change (Little et al., 2000). As suggested by the 
quote above, a cancer experience may initiate the development of a new 
“survivor” identity. This means that while “the disease” of cancer may be gone, 
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“the experience” of cancer remains long after medical treatment has finished. But 
the question of what the change may be remains. 
A deeper search of the literature suggests that there are varying interpretations of 
the term “cancer survivor”, with some definitions representing a post-treatment 
state (e.g. Cancer Council Queensland, 2010) whereas others suggest that 
survivorship begins at the time of diagnosis (e.g. National Coalition for Cancer 
Survivorship, 2014). Ambiguity over the definition of survivorship influences 
social support, policy guidelines, healthcare delivery and research, as well as 
those impacted by cancer (Sulik, 2013). Consequently, the terminology of 
survivorship has unintended implications for those (self or socially) labelled as 
such (Bell & Ristovski-Slijepcevic, 2013).  
Indeed, the social discourse surrounding cancer reveals common 
misunderstandings about survivorship. These misconceptions are fuelled by the 
illness rhetoric promoted by popular culture, the media and biomedicine (Bell, 
2012). In such contexts, cancer is positioned as the enemy and something to be 
beaten. Phrases such as “she conquered cancer” or “he was fighting to live” 
feature heavily in cancer discourse. These dichotomous social constructions of 
cancer simplify a phenomenon which is otherwise incomprehensible and unjust; 
cancer is positioned as evil and being cancer-free as good. Cancer represents 
sickness; survivorship then must be a state of wellness. Reminiscent of Derrida’s 
reflections on western society’s tendency to privilege one binary (Gergen, 1999), 
if cancer is indeed the enemy and an individual is victorious in the battle then 
survivors surely are healthy “heroes” and those who passed away “victims”. 
Indeed, military metaphors signify that those who died did not “fight” hard or 
long enough to “win” their battles. 
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The assertion that cancer “can be beaten” suggests that cancer represents a 
temporary state of illness and that the (desirable) conclusion to the illness 
narrative must be good health (Frank, 2013). By this reasoning, survivorship 
must simply represent a return to a state of wellness. It has also been suggested 
that the experience of cancer is increasingly socially construed as a potential 
opportunity for personal growth and thus cancer survival as a “badge of honour” 
(Sulik, 2013). But if survivorship commences when cancer is no longer 
detectable, the implication is that those who are living with chronic disease are 
not survivors, thereby isolating those with terminal conditions. This also suggests 
that patients still undergoing treatment have not achieved the heroic status 
associated with surviving cancer.  
Furthermore, if survivorship is positioned as an ideal, survivorship must surely be 
a positive, pleasurable state. Inspirational narratives of personal transformation 
are common in popular culture implying that survivorship presents an 
opportunity for self-transformation, but other stories suggest otherwise (Bell, 
2012; Little et al., 2000). Indeed, many people’s lives are not represented by the 
public portrayal of survivorship as propagated through marketing materials and 
sensationalist media, or even autobiographical stories of courageous survivors. 
So the question remains as to whether all “survivors” can be given this 
homogenous label and whether their survivorship experiences are even remotely 
similar. 
Controversy also surrounds the terms “survivor” and “patient” and the contexts in 
which they are used. In some literature, the word “patient” is used synonymously 
with the word “survivor” suggesting that a person who is post-treatment and 
maybe even cancer-free remains a patient (Twombly, 2004). Indeed, the 
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definition used by the US National Coalition for Cancer Survivorship (NCCS) 
indicates the organisation’s awareness of the unintended connotations of cancer 
terminology. The NCCS pioneered the substitution of the heavily loaded term 
“cancer victim” with “cancer survivor” and in so doing, aimed to encapsulate the 
entire cancer journey: “from the time of diagnosis and for the balance of life, a 
person diagnosed with cancer is a survivor” (National Coalition for Cancer 
Survivorship, 2014). Furthermore, physician, cancer survivor and founder of the 
NCCS, Fitzhugh Mullan, suggested that survivorship consists of three distinct 
phases within which issues, priorities and health may differ dramatically: the 
acute stage (from diagnosis to completion of initial treatment), the extended 
phase (from completion of initial treatment to remission status), and long-term (5, 
10, 15+ years) (Mullan, 1985). The founders of NCCS also recognised that a 
cancer diagnosis impacts family, friends and caregivers and later extended this 
definition to also identify these groups as survivors. The UK’s National Cancer 
Survivorship Initiative is similarly inclusive in defining survivors as people who 
are living with or beyond cancer (National Health Service & Macmillan Cancer 
Support, 2010).  
Although many organisations state that survivorship begins from the day of 
diagnosis, the focus has more recently shifted to the post-treatment period with 
measures such as five-year disease free survival marking long-term survivorship 
(Jefford et al., 2013). This shift in focus has been in response to the increasing 
numbers of long-term cancer survivors and the acknowledgement that the post-
treatment period harbours a range of distinct, ongoing and complex issues 
(Hewitt et al., 2006). Increasingly, long-term survivorship is the focus of 
investigation in order to better understand the range of issues encountered along 
Chapter 2: Contextual Framework 31 
the survivorship trajectory. Therefore, despite the inclusiveness of definitions that 
encompass “the balance of life”, cancer survivorship is now generally referred to 
as the period after completion of initial treatment, regardless of whether the 
person is free from cancer (National Health Service & Macmillan Cancer 
Support, 2010).  
The post-treatment period was the focus of the report produced by the US 
Institute of Medicine, From cancer patient to cancer survivor: lost in transition 
(Hewitt et al., 2006). This seminal report was generated in response to an 
identified failure of the US healthcare system to provide coordinated and 
comprehensive follow-up care to patients following treatment. As such, 
clarification of the term “survivor” was necessary for building a case for clear 
standards of care to be developed for this group. Survivorship was thus described 
as a state of limbo between an orderly healthcare system and a non-system 
(Hewitt et al., 2006).  
Despite attempts by organisations to capture the character of survivorship 
through definition, it is also the case that not all people identify with the 
“survivor” label. Indeed, there has been a backlash against survivorship culture as 
propagated through commercial enterprises (Sulik, 2013). Cultural imperatives to 
personify strength, optimism and hope (Willig, 2011) have been rejected by those 
who recognise that such attitudes do not positively impact cancer progression or 
survival. Indeed, evidence suggests that people who are diagnosed with cancer 
and “think positively” die from cancer at the same rates as people who do not 
(Sulik & Eich-Krohm, 2008). Furthermore, the propagation of these ideas may 
discourage survivors for expressing emotions that are not socially acceptable if 
(almost inevitably) the cancer experience induces feelings of sadness, anger or 
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fear (Sulik, 2013). Therefore, many people use their own definitions or reject 
being labelled altogether. One example of this is a young woman who, when 
speaking at an international conference on teenage cancer medicine, proclaimed 
“I’m not a survivor, I’m just me” (Children's Cancer and Leukaemia Group, 
2007, p. 5). 
It is thus evident that people who have experienced cancer and also the broader 
oncology profession have struggled to find a definition that suitably fits the 
purposes of self-identification, service development and research (not to mention 
the ease that comes with shared meaning). As a result, some advocacy groups 
(particularly in the United States) have actively rejected the word survivor and 
adopted alternative terminology (e.g. “Aliver” or “Thriver”) (Bell & Ristovski-
Slijepcevic, 2013). In Australia, however, the general perception within cancer 
organisations is that cancer survivorship is a post-treatment experience. 
Documents such the Cancer Council Queensland’s (CCQ) report to Cancer 
Australia (2010) discuss the period of “transition from cancer patient to cancer 
survivor” which implies that patienthood and survivorship are perceived as two 
distinct phases in the cancer journey. Indeed, CCQ goes as far as to state that the 
Australian definition of “cancer survivor” refers to “people who have completed 
initial cancer treatments and are considered cancer-free” (Cancer Council 
Queensland, 2010, p. 6). By contrast, oncologists report “survival” as 
commencing from the time of initial diagnosis through to death, mainly for the 
purposes of calculating statistics. While agreement on any one definition is 
unlikely to be reached, increasing focus on the post-cancer psychosocial needs of 
people within Australian healthcare contexts has led to the common use of the 
term “cancer survivorship” in reference to a post-treatment, disease-free state. 
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This study therefore focused on the post-cancer experiences of young people and 
views cancer survivorship as a continual, dynamic and ever-changing process. 
For the purposes of the research and with respectful acknowledgment of those 
groups or individuals who do not identify with the term survivor, the terminology 
used by Australian cancer organisations was adopted. As such, the study refers 
specifically to “cancer survivors” as people who have been diagnosed with 
cancer, are post-acute treatment and have no detectable sign of disease. However, 
the biomedical focus on dissecting survivorship into clearly defined stages was 
rejected. Rather, the experience and meaning of survival was explored as a whole 
process. 
2.3 Meaning, identity and the illness trajectory  
Man (sic) does not live by bread alone, nor by know-how, safety, 
children or sex (Pinker, 1997, p. 521). 
Steven Pinker’s statement suggests that, despite the diverse ideological and 
cultural perspectives that have sought to conceptualise “meaning in life”, the 
desire to “make sense of it all” and live well is integral to the human condition. 
This line of thinking is supported by Viktor Frankl, a psychotherapist known for 
his development of logotherapy (meaning therapy). Frankl claimed that the desire 
to find meaning is the basic motivation of human beings (Frankl, 2006/1946). 
Indeed, the quest to understand and to find meaning features throughout human 
history and across cultures. In the illness research literature, meaning-making 
plays a central role where the focus is on helping people deal with and recover 
from traumatic experiences (Edmondson et al., 2008). The range of meaning-
making theories (found mostly in the discipline of psychology in relation to post-
traumatic growth) suggests that a confrontation with illness or other severe 
34 Creating Meaning: The Cancer Survivorship Experiences of Young Adults 
stressors leads to the destruction of individual beliefs about the world and self. In 
turn, this is said to initiate a process of trying to re-create a stable worldview 
within which order and coherence may be found. As such, the search for meaning 
in life is purportedly successful when it imbues a person’s life with order and 
purpose (Thompson & Janigian, 1988). Definitions of the terms “meaning” and 
“meaning-making” vary, however, given the complexity and multidisciplinary 
nature of this area of interest.  
The concept of meaning can be approached from multiple perspectives including 
the existential (meaning in life), the cognitive (meaning of life), the social 
(meaning in context), as well as the physical perspective (capacity for meaning) 
(Lethborg et al., 2008). Further, psychological theories posit “global meaning” as 
meaning or meaningfulness in life in general. This includes “basic goals and 
fundamental assumptions, beliefs and expectations about the world” (Park & 
Folkman, 1997, p. 116) as well as beliefs about the self in relation to the external 
world that give life order and purpose. “Global meaning”, or “worldviews”, can 
be differentiated from “situational meaning” wherein meaning is ascribed to 
particular events. Global meanings are thought to be relatively stable and to have 
developed during childhood (Collie & Long, 2005). Hence, global meanings are 
perceived as unlikely to significantly change over the course of a lifetime and 
thus function as an individual’s organising principles for experiences and goals. 
However, a traumatic event such as a cancer diagnosis means that the situational 
meanings surrounding illness challenges an individual’s global meanings or 
worldviews. This engenders an unravelling of basic, core beliefs and expectations 
regarding an individual’s self-concept, relationships with others and the world 
more generally (Park & Folkman, 1997). Confronting a life-threatening illness 
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can then lead to demoralisation, despair and existential distress experienced as a 
loss of meaning (van der Spek et al., 2013). Accordingly, the “existential plight 
of cancer” is touted as being the “search for meaning” (Lee, 2008, p. 779).  
Identities and societal roles may have also considerably changed during an illness 
experience (Zebrack, 2000). Re-negotiating identity in reference to an altered 
worldview can be conceptualised as the “identity work” of individuals 
(Mathieson & Stam, 1995). In this sense, identity work in the context of a cancer 
survivorship experience refers to a complex process of transformation whereby 
an individual evaluates their experiences and altered perceptions of self and 
world within a dynamic context of social relationships, including the medical 
system. Indeed, developing new meanings and purpose from life and integrating 
new beliefs and values into society, while concurrently learning to adjust to 
physical changes and social expectations, are some of the major challenges faced 
in survivorship (Drew, 2003).  
As implied by the concept of the “existential plight of cancer”, finding meaning 
in life is purportedly a central concern for cancer survivors (Peck, 2008) and can 
assist in making sense of the cancer experience (van der Spek et al., 2013). 
Frankl suggested that meaningfulness develops from purpose in relation to the 
world and others in a form of self-transcendence (Frankl, 2006). He further 
argued that meaning-making is a deliberate process and that meanings are not 
simply invented, but rather are created in moral responsiveness to life 
experiences. The focus on meaning-making is thus the impetus for a variety of 
clinical applications within psycho-oncology (Millar et al., 2010). It has been 
demonstrated that perceiving one’s life as meaningful is positively related to 
general wellbeing, with such individuals having a higher level of self-efficacy, 
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problem-focused coping, and higher levels of social support (Zika & 
Chamberlain, 1992). Indeed, the psychological literature suggests the main 
determinants of finding meaning from a cancer experience are the preservation of 
self-esteem, maintenance of a perception of justice and the achievement of 
control (Turnquist et al., 1988). Given the variability of these criteria, there are 
considerable differences in the way that people are emotionally impacted by 
cancer. As such, some people find it hard to cope with the physical and 
psychosocial sequelae of cancer, others are said to “recover well” with few 
problems, while some survivors report improved psychological wellbeing, that 
they feel more resilient and derive meaning from their illness experiences and use 
it as a springboard to develop fulfilled, more salient lives (Kelley & Michela, 
1980; van der Spek et al., 2013).  
One perceived level of meaning-making prompted by an experience of cancer is 
the desire to achieve a deepened life meaning and thus a sense of purpose (Lee, 
2008). Although the uncertainty accompanying cancer is likely to be distressing, 
research has found that it can also be a catalyst for personal growth and may 
prompt a deeper appreciation of life and greater awareness of life purpose (Parry, 
2003). Indeed, Zebrack and Chelser stated that confronting a life-threatening 
illness can motivate people to change their worldview and “can provide 
clarification about what or who is truly important to them” (in Langeveld & 
Arbuckle, 2008, p. 149). Further, Frank (2002, p. 169) argued that illness may 
prompt survivors to “discover the point of his or her own life”. This is 
unsurprising as a confrontation with mortality not only alerts an individual to his 
or her fragility and limited (life) time, but challenges the very nature of what it 
means to be a mortal creature (indeed, a question that has plagued theologians 
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and philosophers for centuries). Hence, it is argued that an individual’s ability to 
reinterpret and redesign their worldviews by ascribing positive meaning and 
significance in life and purposefully directing this meaning towards everyday 
activities may promote better survivorship experiences. This proposition is of 
critical concern in this research. 
Thus there is mounting evidence in the psychosocial oncology literature that if 
survivors are able to attend to the “the existential plight of cancer” by finding 
meaning in life, this potentially promotes psychological wellbeing and quality of 
life (Lee, 2008; Lethborg et al., 2012). However, meaning and purpose are 
personal creations that do not exist in the world independently of an individual’s 
constructions in social context. Therefore, while the assumption in the cancer-
related literature is that finding positive meaning in life is the precursor to better 
outcomes, how positive meaning is conceptualised is likely to vary widely across 
the spectrum of individual experiences and sociocultural influences. A distinction 
thus needs to be drawn between “meaning-making” as a contextualised process, 
in contrast to “meaning” as an entity.  
As such, there is limited understanding of how sociocultural conditions shape the 
way cancer survivors construct meaning in life and if commonalities exist 
amongst the group. Concurrently, it remains to be seen how and indeed whether 
cancer survivors’ personal meanings shape the meaning of cancer survivorship in 
broader society. Hence, the existing body of knowledge about cancer and 
meaning in life served to inform this research study by providing insight into the 
importance of this concept for cancer survivors and its psychological benefits. 
Given the topic’s established importance for the broader group, this study 
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addressed a knowledge gap by examining how meaning in life is constructed, 
specifically by young adult cancer survivors.  
2.4 The impact of adolescent and young adult cancer  
A review of the literature revealed that AYA cancer survivorship research has 
historically focused on children or the younger adolescent (Bleyer, 2005; 
Mattsson et al., 2007), or on younger breast cancer patients (e.g. Dunn & 
Steginga, 2000; Kroenke et al., 2004), exposing a significant gap in research into 
the diversity of experiences of the “young adult” (Millar et al., 2010; National 
Comprehensive Cancer Network, 2012). Indeed, the Childhood Cancer Survivor 
Study (CSSS) (National Cancer Institute, 1993-2012), which includes long-term 
survivors of childhood and adolescent cancers who were diagnosed prior to age 
21, provides much of the existing knowledge base regarding the long-term 
outcomes for AYA cancer survivors. Many of the aforementioned studies argue 
that an increased risk of psychosocial problems in survivorship may be associated 
with a younger age at diagnosis (e.g. Zeltzer et al., 1997). They further suggest 
that AYA cancer survivors report poorer quality of life than their age-related 
peers which, intuitively, seems unsurprising given the suite of challenges a 
cancer diagnosis can potentially layer on top of an already complex period of 
transition into adulthood. However, there are few studies investigating social and 
psychological adjustment and quality of life among AYAs as they transition from 
treatment completion to long-term survivorship, 5-10 years after treatment 
(Salsman et al., 2014). 
Adolescence and young adulthood is a phase whereby a series of choices about 
lifestyle, identity and future goals are made in a condensed period of time 
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(Grinyer, 2009). During this period, young people may be encountering personal 
concerns relating to body formation, the development of a sense of self and role 
positioning in a social world (Zebrack, 2000). Many individuals in their late teens 
and 20s prioritise financial and emotional independence from their parents and 
are looking for secure relationships and career or education opportunities 
(D'Agostino et al., 2011). Hence, a diagnosis of cancer can significantly impact 
many of the social rites of young people, such as identity formation, personal 
experimentation, negotiating independence and financial autonomy, education 
and career progression, relationship-building and sexual maturation (Zebrack & 
Isaacson, 2012). For an extended length of time, this population may be 
hospitalised or homebound where conversation about their disease and their body 
predominates. During treatment, interaction is primarily with parents and 
healthcare providers, young patients are often removed from their place of 
education and isolated from social networks (Eiser & Kuperberg, 2007). As noted 
by Morgan et al. (2010), such unusual circumstances impact the young patient’s 
ability to negotiate independence and decreases opportunities for AYAs to 
interact with peers of similar ages and thus behave as they usually would. 
The age cohort involved in the current study experienced cancer between the ages 
of 15 and 29 years, which means that both childhood and adult onset cancer 
diagnoses were included. However, cancers in this age group have a unique 
spectrum of biological and etiological properties, which differ from those in 
younger and older groups (Bleyer & Barr, 2007). Furthermore, the same diseases 
in adolescents may differ from those in young adults as they are still physically 
maturing. Younger patients may also be treated in the paediatric setting rather 
than the adult setting and this may result in the different treatment protocols and 
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survival outcomes for the same disease (Palmer & Thomas, 2008; Ribera et al., 
2014). As indicated by Aziz (2002), cancer in the younger adolescent may 
include treatments which impact pubertal, physical and muscoskeletal 
development and neurocognitive growth in ways different from those diagnosed 
later in life. The older AYA may confront neurocognitive difficulties, cardiac 
problems, osteoporosis, infertility, premature menopause, sexual concerns (Aziz, 
2002) and poorer body image and self-esteem as a result of aesthetic physical 
changes from the disease or treatment (Grinyer, 2007b). Impaired body image is 
particularly problematic and related to alterations in appearance such as hair loss, 
weight fluctuations, scarring or amputations (Wallace et al., 2007). This can lead 
to preoccupations with dress and body image that are intrinsic to identity 
formation for this group (Grinyer, 2007b). As such, the physiological effects of 
cancer and treatment cannot be disassociated from the social and the 
psychological and may affect young people’s ability to fit into societal norms 
(Larouche & Chin-Peuckert, 2006). The ongoing process of integrating physical 
changes into everyday living continues long after the actual illness episode, and 
is characterised by both personal and intersubjective meanings. Hence, the 
psychosocial impact of cancer and treatment can initiate a survival trajectory 
whereby altered social roles and identities significantly shape survivors’ life 
quality and perspective (Zebrack, 2000). 
Given the paucity of literature on survivorship issues related to young adults, 
findings from the CSSS (1993-2012) and similar studies focusing on childhood 
and adolescent cancer survivors could be extrapolated to the survivors of AYA 
cancers (National Comprehensive Cancer Network, 2012). However, caution 
must be applied if it is suggested that a young person’s particular age and life 
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stage is a key determinant of life quality in survivorship (Hall et al., 2011). If 
conclusions regarding the life experiences of AYA survivors are based on age at 
diagnosis, then surely AYAs would have different experiences from survivors 
diagnosed at a younger age. Cancer survivors of all ages are indeed likely to 
experience life disruptions following cancer treatment, such as goal interference, 
altered relationships and body image. However, the impact and meaning 
attributed to these disruptions may vary across developmental life stages 
(Salsman et al., 2014). Therefore, the substantial gap in knowledge about the 
long-term experiences, quality of life and psychosocial functioning of young 
adult cancer survivors cannot be addressed by drawing comparisons with the 
experiences of other age groups.  
The emerging body of literature available on the psychosocial aspects of AYA 
cancer care seeks to address the age-specific, unmet needs of this group (Millar et 
al., 2010; Vital Options International, 2011). It has been suggested that identified 
disparities in the unmet needs of AYAs are likely to be related to the (adult or 
paediatric) environment in which treatment occurs (Williams, 2013). Indeed, 
needs-based inquiry drives much of the psychosocial cancer research. One such 
example, the Cancer Needs Questionnaire for Young People (Shakeshaft et al., 
2006), measures 108 “need items” clustered into seven domains including: 
process of care, structure of care, relationships, information, daily living, 
emotional/psychological, and school/occupational. A study using the updated 
version of this measure found that while the levels of the unmet needs of the 18 – 
25 year old population did not change over time during survivorship, the type of 
need did (Millar et al., 2010). It also reported that “emotional/psychological” 
issues predominated for survivors who were more than one year out of treatment. 
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Further, Jefford et al. (2008) identified that the most prominent needs of cancer 
survivors related to coping with fear, anxiety and sadness and negotiating 
changes in self-identity, role functioning and relationships.  
The aforementioned studies provided useful background for this research because 
they indicate that the issues young adults experience in survivorship are not only 
ongoing but evolve through time. However, the existing research on AYA cancer 
survivorship is limited in several ways. Like the majority of quantitative studies 
that are beginning to address the gap in knowledge regarding AYA cancer 
survivors, much of the psychosocial research in this area tends to focus on 
symptom-based measures, particularly anxiety and depression, as well as 
measuring general mood states. Indeed, the emotional response of cancer patients 
and their families was noted as a central concern in the inaugural issue of the 
journal Psycho-Oncology. As such, the primary goal of this field was described 
to be the development of “controlled trials of psychotherapeutic, behavioural and 
psychopharmacological interventions” (Holland, 1992, p. 6). Hence, 
psychosocial oncology literature is increasingly producing normative and 
statistical data on the “problems” of cancer patients (Mathieson & Stam, 1995) 
and their “unmet needs”. The focus is on what is not working and the ways in 
which individuals struggle in life, in an effort to address the deficit in the broader 
healthcare system.  
Such research fails to address cultural, social and historical factors that influence 
survivorship experiences. By positioning the research focus on the unmet needs 
of a population, the insufficiencies are highlighted to the exclusion of that which 
protects, nurtures, and motivates. Indeed, a criticism of empirical research is that 
it tends to narrowly focus on the possible negative psychological consequences of 
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cancer without accompanying explorations of potential positive psychological 
states (Greenstein & Breitbart, 2000). For this reason, Kazak (2005) argued that 
treatment and intervention models that focus purely on symptom reduction of 
psychopathology and negative effects are not necessarily suited to this 
population.  
While many AYA cancer patients do have a good prognosis, the experience is 
nonetheless stressful and may indeed permanently alter their lives (Kyngäs et al., 
2001). However, distress does not preclude the concurrent development of 
positive attributes (Joseph, 2011). Personal development in response to adversity 
is frequently defined as post-traumatic growth, a term which refers to the positive 
life changes following a stressful event (Calhoun & Tedeschi, 2006). Indeed, in 
the limited number of AYA survivorship studies available, some report positive 
outcomes as a result of a cancer diagnosis (e.g. Salsman et al., 2014). Although 
cancer is an illness they would have rather not had, recent studies have revealed 
that many young adult survivors acknowledge that cancer has presented them 
with new opportunities, new perspectives and that they are “better” people as a 
result (Grinyer, 2009; Lewis et al., 2011). Positive changes may increase over 
time and in young survivors often involve the development of enhanced personal 
relationships, resilience, increased maturity and self-regard, and deepened life 
philosophies (Engvall et al., 2011; Grinyer, 2009; Servitzoglou et al., 2009; 
Zebrack & Zeltzer, 2003).  
In a recent Australian study, over half the survivor sample (aged 16 – 30 years) 
thought that cancer had made them a “better person” by creating a shift in attitude 
and giving them greater insights and wisdom (Lewis et al., 2011). Grinyer (2009) 
also noted that despite the “emotional legacy” of AYA cancer resulting in 
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feelings of vulnerability and distress symptoms, positive benefits and life-altering 
philosophies are also experienced such as greater life appreciation and re-
ordering of priorities. These preliminary studies point to the supposition that 
AYA survivors may engage in a transformative process post-treatment whereby 
they re-construct meaning to experience life more positively and purposefully. 
This may have implications for self-identity and role functioning in society. But 
it is unknown how such processes of construction occur and indeed how social, 
cultural and historical factors impact this process. Furthermore, the concept of 
what it means to be a “better person” in the context of a cancer experience has yet 
to be explored. Hence, the existing research suggests a complexity of experience 
that cannot be easily defined or measured. By acknowledging the cultural and 
social contexts that frame young survivors’ realities, this study has not focused 
on the positive or negative aspects of cancer survivorship. Rather, the research 
holistically explored the complexities of AYA cancer survivorship and how this 
group conceptualise identities and meanings in life.  
Chapter Two has set the scene for the study by providing its background and 
context. It has defined and justified the key terms used and situated the research 
within the literature pertaining to AYA cancer survivorship. The following 
chapter further contextualises the study by presenting the theoretical framework 
underpinning the research approach.  
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 Theoretical Framework Chapter 3:
Developing a theoretical framework situates the research amidst the multiplicity 
of research approaches and also ensures that the reader is informed of the 
philosophical and theoretical orientations that frame the research questions, the 
methodological approach and the final analytical interpretations. Thus the 
purpose of this chapter is to clearly outline the theoretical foundations 
underpinning this inquiry and why the approach is appropriate to the research 
topic. The aim of the study was to explore how young adult cancer survivors 
conceptualise meaning in life. Given the complexity of human life more broadly, 
a holistic exploration of the cancer survivorship experiences of young people 
served to develop an in-depth understanding of how their realities are created.  
Fundamental to this study, therefore, was an exploration of the social processes 
and conditions that influence how young survivors’ meanings are shaped and 
how these meanings shape their worlds and identities. Informed by the 
hermeneutic philosophy of Hans-Georg Gadamer (1960/2004), the analysis 
examined the roles that language, social context and temporality play in 
constituting young cancer survivors’ understandings and worldviews. Of 
particular interest was the interplay between the function of language in 
sociocultural contexts, history as a living dialogue, narrative as a vehicle for 
understanding, interaction and reflexivity, and how the ongoing negotiations 
around identity and meaning are impacted by these factors. Throughout the 
chapter it is argued that meaning and understanding are inherently historically 
located and determined by both the sociocultural practices with which we engage, 
and the agency of self-reflexive, communicative individuals. Therefore the 
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analysis itself was a collaborative interpretative elicitation of the resources and 
position of the researcher and the participants and thus reflects the sociohistorical 
context within which it was situated. 
This chapter firstly discusses the theoretical framework that underpins the inquiry 
as it derives from hermeneutic philosophy. The underlying premise is that this 
research centred on the processes, rather than the products, of meaning 
generation. As understanding manifests historically, the focus on process 
necessitated consideration of the continuity of past, present and imagined future 
in concurrence (Holyroyd, 2007). The locus of inquiry thus centred on 
historically relative, sociocultural construction processes as generated by 
linguistic practise, rather than social or individual constructs.  
Indeed, Gadamer (1960/2004) identified language as integral to hermeneutic 
understanding. Hence, it is argued that social realities are created through the 
recursive, sociohistorical use of language rendered during social interactions and 
contextualised by common discourse (Babich & Ginev, 2014). In this study, 
discourse refers to the language used in various contexts and across multiple 
forms of communication. Thus an examination of the function of language amid 
this sociohistorical matrix served to facilitate an understanding of the way young 
cancer survivors conceptualise meaning.  
The chapter moves on to discuss how the life stories or narratives of young 
cancer survivors provided a temporal literary framework through which 
meanings of self and world could be understood and how a major disruption to 
the continuity of assumed present and future narratives impacted their social 
realities. Throughout the chapter, the ontological and epistemological 
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orientations that informed such an approach are explored to make apparent the 
researcher’s philosophical and sociological viewpoint and to justify the research 
methodology.  
3.1 Situating the research ontologically and epistemologically 
As identified in Chapter One, this study explored how meaning in life is 
conceptualised by survivors of AYA cancer from the perspectives of the young 
people. Chapter Two explored the notion that, although cancer is a disease of the 
body, illness is a holistic experience that pervades all aspects of life. Therefore to 
gain in-depth understanding of the survivorship experiences of young people, the 
research acknowledged the cultural, historical and social contexts that frame 
young survivors’ realities. As such, an exploration of underlying sociocultural 
processes and conditions, as they interact with and are negotiated by individuals, 
enabled a better understanding of how young cancer survivors’ meanings are 
created. Underpinning this research was the premise that individuals actively 
construct their social realities within the parameters of particular sociohistorical 
and sociocultural contexts and through the use of common language (Gadamer, 
1960/2004). Meaning-making is then a dynamic and evolving process whereby 
we concurrently are constructed by the world and actively construct the world 
(Laverty, 2003).  
This view discredits the positivist assertion of an objective reality, as individuals 
actively generate their own understandings of their experiences and the world 
through social interactions and within sociocultural contexts (Crotty, 1998). In 
contrast to the positivist position, the research framework acknowledged that 
reality, and therefore research itself, is something that has been “created” and is 
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not a “received” view of science (Polkinghorne, 1983). Rejected therefore is 
Cartesian dualism which posits one commonly shared, external reality, separate 
from its social, cultural and temporal contexts and waiting to be discovered 
through impartial scientific inquiry.  
If we understand the world and self as co-constituted then understanding young 
cancer survivors’ experiences is an interpretative process which does not seek to 
generalise, predict or offer explanations. Consequently, this epistemological 
approach acknowledged that interpretations of meanings and self are co-
constructed in language-based interaction: temporally and spatially. The 
emphasis of the inquiry was therefore on how language, social context and 
temporality shaped the identities and meanings of AYA cancer survivors and 
indeed how the continuous process of “becoming”, or identity formation, 
manifested in relation to complex sociocultural contexts. It aimed to understand 
the roles that these conditions and processes played in constituting the 
worldviews of young cancer survivors as they reflected upon dominant social 
values and reframed meanings to be relevant to their cancer contextualised 
experiences.   
3.2 The function of language in sociocultural context 
The theoretical approach as outlined above was influenced by linguistic, 
philosophical works, such as Ludwig Wittgenstein’s Philosophical Investigations 
(1953) and hermeneutic philosopher Hans-Georg Gadamer’s Truth and Method 
(1960/2004) wherein it is argued that thinking and being (in unity) are irreducibly 
imbued in language and knowledge is located in historicity and communication. 
Wittgenstein renounced positivism by rejecting the view that language is 
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representational; rather he argued that language does not have any a priori or 
metaphysical purchase on reality. In other words, language is a system composed 
of many different systems that can overlap, but it is never representative of 
reality in a meaningful way. Indeed, in Philosophical Investigations, 
Wittgenstein wrote, "One thinks that one is tracing the outline of the thing's 
nature over and over again, and one is merely tracing round the frame through 
which we look at it" (1953, §114). Thus the function of language is not purely a 
form of communication but rather is a meaningful act in itself, constructing and 
reinforcing our understandings of the world. Developing an understanding of the 
realities of others is therefore a process of interaction and interpretation. 
Wittgenstein’s concept of “language games” implied "that the speaking of 
language is part of an activity, or a form of life" (1953, §23) and that the rules of 
the game may change according to the context in which they are used. Further, 
Wittgenstein posited that language games occurring in interaction are never 
private activities, but rather involve sociocultural participation and agreement. 
Gadamer concurred that language is not simply a communication device; rather 
knowledge, understanding and personhood are generated temporally through 
language and interpretation as action. Thus Gadamer took the dimensions of 
language a step further by proposing a model of understanding whereby meaning 
is always elicited in sociohistorical context (Hammersley, 2011).  
The focus of Gadamer and Wittgenstein on language and culture as constituting 
our understanding and interpretations of the world was compatible with the aims 
of this study and thus framed the methodological approach. In particular, the 
premises underpinning Gadamerian hermeneutic philosophy formed the 
theoretical basis for generating an understanding of how young survivors 
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conceptualise meaning in life. First, Gadamer identified meaning as 
fundamentally constructed and manifested through the use of language. Second, 
he argued that meaning and understanding (through language) are embedded 
within the context of culture and framed historically. Approaching the research in 
such a way forced the researcher to attend to the complexity of the everyday 
world; the culture we live in and the language we use, with all its hidden 
assumptions and interpretations. An attendance to the everyday conditions 
contextualising young cancer survivors’ lives thus enabled an in-depth 
understanding of their experiences and meanings.  
3.3 History as a living dialogue 
In Truth and Method (1960/2004) Gadamer argued that words themselves have 
their own history such that we are always in dialogue with the past. Gadamer also 
further developed Heidegger’s “hermeneutic circle” (1962) in proposing that the 
“whole” of understanding is realised in terms of its temporal parts in unity; the 
concurrence of past, present and imagined futures. As such, the present can only 
be understood in terms of what has gone before thereby forming a living 
continuity of past and present. For Heidegger, an individual’s hermeneutic circle 
of understanding is formulated from one’s past experiences (forehaving), 
perspective (foresight) and anticipation of what to expect in interpretation 
(foreconception) (Heidegger, 1962).  
Expanding on Heidegger’s work, Gadamer emphasised that language and history 
together share a sphere of the circle of understanding and individuals shape and 
are shaped by these traditions. In other words, individuals have their own set of 
pre-understandings that have developed simply by being products of a certain 
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society, culture and history. This means that we enter any situation from the 
position of our own particular sociohistorical contexts that include conditions 
such as our life experiences, age, gender and nationality. Gadamer referred to 
these conditions of knowledge as “prejudices” and explains: “That is why the 
prejudices of the individual, far more than judgements, constitute the historical 
reality of his being” (Gadamer, 1960/2004, pp. 276-277). Further, Gadamer 
emphasised that historically informed prejudices are not limiting, but rather an 
awareness and critical analysis of prejudices play a positive role in 
contextualising phenomenon and developing new meanings.  
During interaction, a linguistic “fusion of horizons” amalgamates temporal and 
prejudicial parts into a whole that in turn is interpreted during dialogical 
exchange to develop a “horizon of understanding”. Gadamer emphasised that 
“There is no more an isolated horizon of the present in itself than there are 
historical horizons which have to be acquired. Rather understanding is always a 
fusion of these horizons supposedly existing by themselves” (Gadamer, 
1960/2004, p. 306). To enhance the depth of understanding of a certain 
phenomenon, Gadamer thus recommended moving between the temporal parts to 
the whole and back again. This process is transformational to the parties involved 
as it initiates a union of perspectives (or horizons) that generates new dimensions 
of understanding. Indeed, interpretation is critical to developing understanding 
and as Heidegger (1962) argued, interpretation is an essentially human condition. 
For Gadamer, an awareness of the temporal dimension of meaning-making brings 
about “historically effected consciousness” which is essential for both situating 
and developing understanding. However, the focus on temporality does not call 
for an examination of changes in human life as chronologically determined, but 
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rather as changes that take place in the time lived, relational and interactive with 
human experience. Thus all interpretation is situational and shaped by the 
historically relevant conditions of a particular culture (Eagleton, 1996) and 
foreknowledge is emphasised in the interpretation. In this study, therefore, in-
depth understanding was possible when both the researcher’s and participants’ 
horizons, including their foreknowledge and prejudices, were openly identified 
and accessed. This enabled the topic of inquiry to be contextualised and 
interpreted accordingly. As noted, Gadamer’s concept of prejudice was not 
intended to be limiting. By elucidating the conditions informing such 
interpretations, new knowledge regarding young adult cancer survivorship could 
then be clearly justified through persuasive argument. 
Adopting this epistemological stance clearly implies that value-free research is 
not feasible and it was not the researcher’s intention to overcome foreknowledge 
and remain “neutral” during the study. Indeed, the researcher and the topic of 
interest were concomitantly embedded in particular sociocultural contexts and 
were thus unavoidably involved in mutual interaction. This “double hermeneutic” 
(Giddens, 1991) engendered a mutual interpretative interplay between the 
phenomena as it changed and developed by the researcher’s understanding of it. 
Hence, reflexivity enabled the researcher to remain open and aware of her 
interpretative influences thus generating a two-way process of interpretation.  
For this reason, adopting elements of Gadamerian philosophy had implications 
for the way that research data were generated during interviews as the 
researcher’s horizon of understanding intersected with that of the participants and 
new meanings were produced. An epistemology that acknowledged the 
researcher’s situatedness and active role in generating meaning was conducive to 
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the aims of this study and philosophical orientations of the researcher. Thus the 
interpretative analytical approach acknowledged that the historical and cultural 
dimensions that constitute young survivors’ worldviews and identities were 
mediated through the use of language in interaction. The methodological 
implications of such an approach are further explored in Chapter Four where it is 
demonstrated that the focus on language and culture is essential for both 
situating and developing understanding. 
In this study, it is argued that language derives significance in the ways it is used 
in sociohistorical contexts of intersubjective communication. For Gadamer, 
understanding is necessarily dialogical and takes the form of a conversation. 
Hence, language and understanding are inseparable. Indeed, Gadamer 
emphasised the intersubjective nature of hermeneutics when he stated that 
“Language is really where conversation is, in being together with others” 
(Gadamer, 1999, p. 25). Further, meaning is not distinct from words but rather 
meaning-making accompanies the very act of speaking (Wittgenstein, 1953). 
“Speech acts” create terms of description and frames of reference through which 
things in the world can be identified and understood. Such interpretations of 
meaning are never complete as they are conditioned by sociohistorical contexts 
and will thus evolve and change accordingly. This presupposes that the everyday 
practice of language has a certain ontological status.  
As previously stated, this study also sought to shed light on the various cultural 
processes and conditions as they interacted with the self-reflexive agency of 
individuals. Accordingly, the cultural context of interaction was the starting point 
for such an approach. Culture constitutes a matrix of stories, symbols, beliefs, 
attitudes, and social and behavioural patterns wherein individuals exist and 
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function (Coulehan, 2005). Hence, meanings were examined and interpreted 
within the context of shared cultural discourses, which are contingent on 
language games. For this reason, meanings were invariably locally generated and 
situated (Schmidt, 2001) and historically contextualised. As postulated by 
Wittgenstein (1953), in the absence of linguistic meaning as the correspondence 
between language and a represented objective world, the contexts informing the 
language used in dominant discourses were of particular interest.  
A contextualised “bigger picture” of AYA cancer survivorship was therefore the 
central concern of this study, which accounted for the discursive conventions and 
metaphorical imagery imbued in various sociocultural environments. 
Accordingly, the research does not reflect the individual experiences of the 
participants. Rather, the individual experiences were the lens through which the 
phenomenon of AYA cancer survivorship was interpreted.  
3.4 Meanings and identities: a process of becoming 
It has been argued above that language is situated in cultural contexts and is 
understood by its historicity. Language and meaning in unity are continuously 
reconstructed through routine and practise thus creating and historicising social 
norms and regularities and bestowing meaning-making with an element of 
stability (Denzin & Lincoln, 2000). This re-constructive process thus shapes the 
realities and identities of individuals over time. Yet, as interaction occurs 
infinitely and new experiences are encountered, the negotiation of one’s identity 
is never complete (Giddens, 1991). Because meaning and identities evolve 
temporally through the use of language, a consideration of the historical 
conditions of particular cultures was central to this study. This included an 
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exploration of how the cultures of youth, of western societies and of biomedicine 
influenced cancer survivorship experiences over time. By first acknowledging the 
historical imperative of understanding and the position of an individual, greater 
insight could be reached in the search for meaning (Gadamer, 1960/2004). 
Moving beyond one’s historical influences was therefore possible because of an 
awareness of them. Indeed, “although we start from a context, we can 
nevertheless transcend that context” (Hoy, 1991, p. 159). 
The identity work of young cancer survivors and the meanings they constructed 
were therefore conditioned by the cultures they engaged with through time and 
space; yet individuals were not denied the possibility for actively changing their 
realities. Indeed, if realities manifest from linguistic practice, language is deemed 
to have transcendent qualities that can potentially generate alternate meanings 
and identities. Gadamer argued that language does not delineate or prescribe as it 
is not limited to: 
...a stock of words and phrases, of concepts, viewpoints and opinions... 
language is not its elaborated conventionalism, not the burden of pre-
schematisation with which it loads us, but the regenerative and creative 
power to unceasingly make this whole again fluent (1960/2004, p. 549). 
Therefore, Gadamer’s understanding of the (self) transformative dimension of 
everyday language allows for a critical dimension in that agential reflection and 
evaluation can lead to meaningful change (Schmidt, 2001). As noted by Jardine 
(1992), through explicit interrogation of the influence of culture and tradition, 
hermeneutics raises consciousness to our interpretive positions as individuals and 
to the limits of what can be known. The situated nature of meaning can be 
recognised, thereby enabling reflexive evaluation. In this way, hermeneutic 
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inquiry is enhanced by the insights developed from critical perspectives with 
respect to cultural discourses and the role of language. Hence, the implicit critical 
dimension in hermeneutics affords a space for repressed voices to speak out and 
to transcend the insights of the present context (Kinsella, 2006).  
At face value, such an approach may be seen to uphold a moderate version of 
relativism, with due respect given to both the structural and agential factors 
involved in human interaction. However, it is argued that the study’s particular 
focus on the ontological status of sociocultural processes, as well as a concern 
with matters of epistemological empiricism, negated the various lines of 
distinction (Alvesson & Deetz, 2000) which define and often confound relativist 
arguments. In other words, the research focus was on the role of sociocultural 
context in constituting realities; the “how” rather than the “what”.  
First, cultural conditions were centred and the use of language was examined to 
understand how realities (and identities) were constructed. Language was not 
seen to be a “mirror” of reality or a communication tool for representing an 
independent world. Hence, interviews served the purpose of developing 
conversational relationships with young people about the meanings of their 
survivorship experiences, while also gathering the narratives of their experiences 
(Minichiello et al., 2008). The narratives of young survivors therefore contained 
useful content for generating an understanding of the experiences of this group. 
But not only did the content of the stories illustrate young survivors’ experiences, 
so too did their narrative structures. As such, it was also necessary to determine 
why stories were fashioned the way that they were into the organisation of a 
coherent whole. Hence, narratives were viewed as more than simply content; they 
elucidated the participants’ meanings of their experiences through the language 
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chosen, the organisation of the stories, as well as illuminating discrete or 
discrepant concepts. 
Second, this means that such an approach avoided the distinctions between a 
mind independent of body, constructions of reality as purely cognitive processes, 
language as different from action, and interactions as unique actions separated 
from a context of external, independent realities. For this reason, relativist/realist 
controversies and subject/object dualisms were replaced by the local and 
culturally relevant lines of distinction that were developed during interaction. 
Third, such an approach acknowledged the possibility for multiple and changing 
meanings (and therefore identities) in different types of interactions. This created 
space for new meanings to be generated through language, not by denying the 
conditions informing one constructed reality, but by envisaging the possibility of 
others.  
Such a framework raises questions for future research implicating social 
transformation: in what sociocultural contexts and by cultivating what discursive 
practices might we encourage young cancer survivors to construct positive 
identities and meanings to potentially improve their long-term quality of life. As 
Gergen (1999, p. 29) stated, “The moment we speak together, we have the 
potential to create new ways of being”. 
3.5 Identity formation through narrative  
Considering identity formation in relation to the sociocultural context of a cancer 
survivorship trajectory was crucial for developing an understanding of how 
young survivors conceptualise meaning in life. Identity formation is a self-
reflexive process based on the continual negotiation and creative interpretation of 
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a person’s contextual experiences, beliefs and influences (Giddens, 1991). As 
such, personal identity is defined in terms of continuity of memory (Locke, 
1689/1992). As previously explored, such interpretations are ordered and re-
created through recursive linguistic practice during dialogical exchange. 
Language games occurring in interaction evolve over time as narratives or “life 
stories” and inform a continual readjustment of identity. However, personal 
identity generated through narrative is not only in terms of living continuity from 
past into present contexts. The beliefs and meanings assigned to one’s future also 
shape an individual’s understanding of who she or he is at any given time 
(Giddens, 1991). This is congruent with Gadamer’s concept of a “horizon of 
understanding” which acknowledges past, present and future in concurrence. 
Thus narratives are more than just stories told in conversation; as part of a quest 
for personal identity, they are vehicles for making sense of one’s life (Mathieson 
& Stam, 1995).  
Although personal narratives allow us to make sense of our lives, they are 
conditioned by culture and open to supplementation by others’ interpretations 
and influences (Gergen, 1999; Little et al., 2000). Furthermore, they remain in a 
constant state of flux as new experiences are encountered and connections made. 
In narrative, reflexive engagement with others, with one’s own self-concept and 
within various social contexts and practices, is expressed in a discourse of 
personal identity (Little et al., 2002). This implies that meanings and therefore 
identities are both product and process as they are continually being 
reconstructed and reframed through the life stories we tell ourselves and others. 
Indeed, for Gadamer, "who we are is something unfulfillable, an ever new 
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undertaking and an ever new defeat" (Gadamer, 1989, p. 96). Hence we are in a 
constant of becoming. 
As speech acts, life stories have a temporal, historical quality, in that the present 
narrative is influenced by earlier experiences, supplemented by current 
interactional processes and informed by possible futures (Hosking, 2011). Thus it 
is likely (and was of particular interest to this study) that a disruption to a 
personal narrative, such as when experiencing illness, has implications for the 
identity construction of the individual affected. Indeed, cancer survivorship could 
profoundly challenge the continuity of identity. A diagnosis of cancer will 
necessarily inscribe the disease into the individual’s biography and situate them 
amid illness-based social contexts (Grinyer, 2009). It will impact an individual’s 
beliefs about what the future holds, what they are physically capable of, and thus 
who they will become. Further, the individual’s sociocultural contexts (and their 
latent construction of cancer, youth and survivorship) influence this inscription. 
The unified fusion of self and context, generated as narrative during interviews, 
necessitated this study’s exploration of the concurrency of personal agency and 
cultural conditions in historical relationship. Consequently, the researcher and 
participants together initiated a “fusion of horizons” and interpretation and 
understanding were achieved.  
3.6 Interaction and reflexivity 
As noted by Alvesson and Sköldberg (2009), research does not take place in a 
neutral, apolitical, ideology-free space. Hence, the theoretical approach of this 
study defied the classic Platonic view of the researcher as detached, unsituated 
and casting an objective gaze over the phenomena under study. On the contrary, 
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it redefined the relationship between researcher and participant as both brought to 
the research process multi-nuanced understandings and the interaction between 
them facilitated a reciprocal co-construction of meaning (Mills et al., 2006a). In 
adopting an interactive approach, interviews were the primary active site of 
meaning construction. During an interview, knowledge was socially negotiated 
by participant and researcher together and the researcher was acknowledged as 
author and participant. Listening to and interpreting the narratives of young 
survivors attended to the complexity of the phenomenon of cancer survivorship 
in young adults. According to van Manen (1997), communication and language 
are intertwined and thus hermeneutics offered a way of understanding cancer 
survivorship experiences as they were constructed through language and were 
contextually framed.  
As an interpretative act, therefore, reflexivity encouraged the researcher to 
question and remain open to multiple meanings and perspectives throughout the 
research process (Alvesson & Sköldberg, 2009). This included an examination of 
one’s assumptions, preferences, theoretical predispositions, the researcher's role 
in the study and the context of the social phenomenon under inquiry (Foley, 
2002). Thus intersubjective interaction not only occurred between researcher and 
participant, and researcher and research topic, but also between the researcher 
and potential readers. Consequently, it was the researcher’s responsibility to 
develop knowledge in a way that did not privilege one perspective over another 
(Roy & Starosta, 2001).  
As noted, the researcher occupied numerous roles pertaining to young adult 
cancer; as academic, professional, advocate and survivor. Hence, the researcher’s 
social networks and practices, and the traditions and discourses they represent, 
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played a role in shaping interpretive perspectives and ways of constructing 
meaning. It was therefore necessary to examine the sociocultural influences and 
assumptions the researcher brought to the exchange in light of this. As such, the 
researcher’s own social and historical influences were reflected upon during the 
data collection process and subsequent analysis, and clarified to participants and 
readers. Such agential reflection and evaluation thus clearly situated the 
researcher and presented space for new perspectives to develop during the 
process of inquiry. Furthermore, consistently practising reflexivity assisted the 
researcher to both understand the relevant emotional, personal meanings and to 
intellectualise these. Reflexivity thus encouraged a critical and ethical 
consideration of the entire research process. The methodological requirements of 
transparency and reflexivity are further explored in Chapter Four. 
However, the notion that self-reflexivity and researcher transparency should be 
the immediate, central concern in research inquiry is challenged by Hammersley 
(2011) who argued that full transparency as a methodological process renders 
research autobiographical. Complete explication and self-appraisal of researcher 
positioning relative to the research phenomenon would then be a never-ending 
process, impossible to achieve and contrary to the pursuit of quality (and 
finished) research. As Hammersley noted, if reflexivity is qualitative code for 
researcher subjectivity, then research is no more than a personal perspective of 
the topic of inquiry. In his analysis of the role of critical evaluation in social 
inquiry, Hammersley (2011, p. 81) stated that: 
The focus of assessment should be the validity of research findings, not 
the integrity, identity, political orientation, or alleged interests of the 
researcher. Only if there is very substantial evidence that the researcher 
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has not been oriented mainly to the production of knowledge should the 
influence of these factors be subject to examination. 
Despite this, clarity regarding a researcher’s motivation for their research is 
increasingly a requirement within qualitative research, especially for those who 
build reflexivity into their methodological design (Breen, 2007). Of course, it is 
common for members of professional groups and homogeneous communities to 
study various aspects of the population to which they belong. This may be for the 
purposes of quality improvement, evaluation of a new practice or policy, or to 
gain insight into the social or cultural practices of a particular group. Given the 
frequency of researchers studying the contexts (or populations) with which they 
are associated, qualitative research theorists have interrogated the worth and the 
requirements of conducting research from either an “insider” or “outsider” 
researcher perspective (Dwyer & Buckle, 2009). Within these works, the central 
concern is the role of the researcher and their ability to reflect upon and clarify 
their epistemological and experiential stance regarding the research phenomenon 
and how this shapes the research process and outcomes.  
Hence, reflexivity (rather than self-appraisal) was viewed as an important critical 
dimension in designing and implementing the current research and it informed 
analytical abstraction. Throughout the study, opportunities for thoughtful analysis 
of the research experience, adopting various analytical positions, and the 
relationships between the researchers, participants, and the research design, were 
built into the research process. As noted, however, the hermeneutic researcher’s 
pre-understandings and social positionings were not limiting factors. Rather, they 
played important roles in contextualising the research and enabling new 
meanings to be generated. Indeed, in line with the epistemological foundations of 
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qualitative research that defy an objective view of reality, the sociocultural and 
sociohistorical contexts of all researchers influence qualitative research processes 
and outcomes, regardless of whether or not they are members of the population 
studied. Hence, the dichotomous (and exclusive) construction of either insider or 
outsider positioning in the research process is simplistic and unhelpful (Breen, 
2007; Dwyer & Buckle, 2009). Instead, exploration and interrogation of all 
(contextual and intersubjective) perspectives that inform a research process is 
required, not only those that derive from a standpoint of either similarity or 
unfamiliarity.  
Reflexivity thus included, but did not (primordially) focus on, researcher 
orientation. Indeed, qualifying the researcher’s role at every point of the research 
process would lead to benign introspection. Rather, awareness of researcher 
positioning (and the criticisms of “bias” that can accompany an “insider” 
research status) was beneficial as it encouraged hermeneutic alertness throughout 
the study. In this instance, hermeneutic alertness refers to the requirement for 
researchers step back to reflect upon the meanings of situations rather than 
accepting pre-understandings and interpretations at face value (van Manen, 
1997). Indeed, Koch and Harrington (1998) argued that self-critique and 
experiential knowledge form a baseline level of reflexivity and are thus necessary 
in demonstrating the co-constitution of text (between researcher and participants). 
But they extend the requirements of the reflexive process by suggesting that 
reflexivity derives its critical power and insight from the acknowledgment that 
interpretation exists in a complex matrix of alternative representations and 
historical connections. Hence, critical reflexivity was applied in light of this 
standpoint and the assertion that the current research was primarily concerned 
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with the pursuit of knowledge. As noted by Hammersley (2011), this should be 
the fundamental goal of research inquiry. 
3.7 Theoretical framework: concluding remarks 
In order to achieve the aims and objectives of this research inquiry, the 
aforementioned theoretical framework was developed to clarify the researcher’s 
theoretical orientations and inform the methodology, research design and 
subsequent discussion. Importantly, Gadamer’s hermeneutic philosophy 
(1960/2004) does not encourage the application of a prescriptive set of methods 
but rather invites participants to enter an ongoing conversation with the 
researcher as they engage in a hermeneutic circle of understanding. It emphasises 
a process of co-construction of data through the use of interaction, creativity and 
interpretation. Hence, the focus of the inquiry was on the transaction between the 
individual and the world as they constitute and are constituted by each other.  
Interviewing young cancer survivors was a way to engage with the sociocultural 
and sociohistorical conditions that shape realities and identities as they interact 
with the self-reflexive agency of the survivors themselves. For this reason, while 
the study acknowledged the sociocultural context of the individual, it did not 
reduce or equate the individual to the social (Martin & Sugarman, 1997). As 
argued, the focus was on how language and culture shaped meanings and 
identities through time and in interaction. The implication for such a perspective 
was that the researcher’s role was not to “discover” facts or truths about young 
cancer survivors’ experiences but rather to gain an understanding about how 
particular processes informed the creation of the participants’ values and beliefs 
(of cancer, of survivorship, of meaning, of self) as they were (re)constructed in 
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the interview. In this way, meaning and understanding were generated through 
dialogue and in negotiation by the researcher and participants.  
In adopting a theoretical framework of interpretative inquiry the findings 
generated reflect the sociohistorical situation of the study itself and represent the 
resources and position of the researcher and the participants in collaborative 
interpretation. As noted, reflexivity at all stages of research enhanced 
interpretation and understanding. Hence, the research was conducted on the 
premise that qualitative research should be more concerned with methodology 
than method. As will be further explored in the following chapter;  
Hermeneutic inquiry has as its goal to educe understanding, to bring forth 
the presuppositions in which we already live. Its task, therefore, is not to 
methodically achieve a relationship to some matter and to secure 
understanding in such a method. Rather, its task is to recollect the 
contours and textures of the life we are already living, a life that is not 
secured by the methods we can wield to render such a life our object 
(Jardine, 1992, p. 116). 
Chapter Four thus explains the methodology of this study and introduces the 
strategies applied as they interact with the theoretical framework of 
hermeneutics. It further elucidates reflexivity as it related to the research process 
and how its application enhanced rigour and credibility in the study. 
Additionally, the chapter outlines the research design and its rationale.  
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 Methodological Application  Chapter 4:
4.1 Methodology  
This chapter presents the research design that encompasses the philosophical 
assumptions and framework of hermeneutics, the methodology and the strategies 
used to gather data and derive meaning from these data. This discussion is 
underpinned by rigour and credibility to ensure the quality of the interpretative 
research (Denzin & Lincoln, 2000). Attention is also given to the ethical conduct 
and health and safety considerations of the study. In so doing, the analytical 
research findings presented in later chapters are contextualised and clear links 
can be identified between the research design and outcomes. 
The research methodology chosen developed from the philosophical perspectives 
from which the research questions were to be investigated. As such, the 
theoretical framework that underpins the research study was informed by 
hermeneutic philosophy wherein the fundamental concern is the understanding of 
human phenomena through the analysis of text. Both in scholarship and practice, 
hermeneutics was originally used for the interpretation of ancient and biblical 
texts. Over time, hermeneutics has been applied to interpretative studies in the 
human sciences more broadly (Kinsella, 2006). However, from a Gadamerian 
perspective it is misleading to refer to the process of textual and interpretative 
analysis as a method. As emphasised in Truth and Method (Gadamer, 
1960/2004), the explication of truth manifests through events or experiences in 
which we find ourselves engaged and changed, rather than in relation to a set of 
criteria. Thus, to extend truth’s domain beyond that of method, truth is construed 
as an event.  
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Although Gadamer questioned the limitations of a positivist approach to research, 
he did not object to the use of method per se, only an absolute reliance on (and 
indeed deference to) specific criteria to develop knowledge. Lincoln and Guba 
(1985) also argued that preoccupation with the traditional tenets of science (such 
as method) creates a tendency to take its associated assumptions for granted. As 
such, methodical contemplation is contrary to the experience and reflection 
required for interpretation and understanding. Unlike traditional scientific 
methodologies whereby conceptual knowledge is projected onto phenomena, 
hermeneutics responds to a world that no longer fits the customary order of 
things by seeking to clarify the contextual conditions informing the topic of 
interest. Hence, interpretations are not static entities, but rather are continually 
changing and are always indicating new perspectives.  
In contrasting hermeneutics to research method, Gadamer argued that method 
responds to uncertainty with distance, objectivity and control, whereas 
hermeneutics seeks to understand the strangeness (Holroyd, 2008). For Gadamer, 
truth is not reducible to a set of criteria and understanding is the universal link in 
all interpretation. The researcher goal is thus to seek understanding and generate 
empirical theories rather than universal facts. Indeed, it could be said that the 
focus in all qualitative research is on understanding and interpretation as opposed 
to explanation and verification. Hence, the very nature of hermeneutic 
philosophy is representative of the discipline of qualitative research in general 
(Kinsella, 2006).  
Although Gadamer’s concern was less methodical than philosophic, application 
was seen to be an integral part of understanding. For Gadamer, "hermeneutics is a 
protection against abuse of method, not against methodicalness in general" 
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(Gadamer, 1992, p. 70). In negating prescriptive methods, Gadamer did not 
instead propose a new “hermeneutic approach” or descriptive methodology for 
the social sciences more generally. Rather, it was suggested that the philosophical 
and conceptual underpinnings of hermeneutics, in conjunction with the objectives 
and research questions of the research topic, inform the analytical process. 
Indeed, Holroyd (2007) argued that hermeneutic researchers cannot rely on a 
particular method or set framework to clarify the conditions of understanding, as 
none exist. Therefore, of fundamental concern when designing this research 
study was that the philosophical foundations of hermeneutics informed its 
methodological application. Within such philosophical underpinnings, the 
research strategies flowed directly from the research questions and objectives of 
the study. 
Accordingly, the research design consisted of tools that were deemed to be 
beneficial for clarifying the interpretative conditions in which understanding took 
place, rather than presenting a pre-defined procedure for understanding the topic 
(which would therefore imply the generalisability of the research findings). The 
study was therefore enriched by particular strategies drawn from the broad 
spectrum of qualitative research. This was not through a reliance on the 
application of such methods, but rather, by effectively organising data to generate 
a thorough exegesis of the sociocultural conditions and processes implicitly and 
explicitly experienced in young adult cancer survivorship. Hence, this study 
applied strategies that enabled data to be captured about social processes and 
issues of importance in people’s lives that span time and space. The latter part of 
this chapter’s methodological discussion will further explore the application of 
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such tools. First however, the focus is on how philosophic thinking framed the 
research methodology. 
The application of hermeneutics enabled an exploration of the survivorship 
experiences of young adults using abstraction and interpretation based on 
researcher’s theoretical and personal knowledge. Importantly, the study’s 
research design was shaped in accordance with the theoretical assumptions 
identified in Chapter Three. These assumptions are that meaning is constructed 
and manifested through the use of language and meaning and understanding are 
embedded within the context of culture and framed historically. Thus the 
hermeneutic theoretical framework of the study has informed an interpretative 
analysis that fundamentally recognises the role of language and prejudice 
conditioned by historical circumstances. The interpretive approach was suitable 
for this research because of its potential to generate new understandings of 
complex multidimensional human phenomena, such as those investigated in this 
research. In applying this framework, the researcher was encouraged to explore 
the sociocultural and sociohistorical context of phenomena. As language, culture 
and history always influence understanding it was necessary to explore the 
conditions that shape the meanings of everyday experience. 
An awareness of temporality was thus essential for both situating and developing 
understanding. According to Gadamer (1960/2004), words themselves have their 
own history such that we are always in dialogue with the past. Furthermore, the 
“whole” of understanding is realised in terms of its temporal parts in unity; the 
concurrence of past, present and imagined future. This concept of the 
“hermeneutic circle” reflects how understanding develops through the constant 
interplay between temporal and prejudicial parts contextualising phenomena. 
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Thus the cyclic nature of hermeneutic inquiry implicated data collection and 
analysis. Rather than relying on predetermined or linear methods, the study 
design was driven by an iterative movement between contextual experience, 
reflexive interpretation and revision.  
As noted, the notions of researcher objectivity and emergence were rejected and 
the researcher’s active role acknowledged. Indeed, hermeneutics has been 
defined as "the art of interpretation as transformation" in contrast to a view of 
theory as "contemplation of eternal essences unalterable by their observer" 
(Ferraris, 1996, p. 1). This shift from a positivist perspective was explored more 
thoroughly in Chapter Three and it had implications for the way in which data 
were generated and the findings were presented to the reader. The relationship 
between the knower and the known was central to the production of knowledge 
as argued below. 
The hermeneutic approach stresses the creative interpretation of words 
and texts and the active role played by the knower. The goal is not 
objective explanation or neutral description, but rather a sympathetic 
engagement with the author of a text, utterance or action and the wider 
sociocultural context within which these phenomena occur (Gardiner, 
1999, p. 63). 
The research thus called for an exploration of the researcher’s situatedness and in 
reflexively questioning pre-understandings or “prejudices”, there developed new 
ways of thinking and new interpretations. This occurred through a rigorous 
process of reflexive memo writing and critiquing how meanings and 
interpretations developed. Reflexive questioning occurred throughout the study 
and generated an audit trail that documented the research process. Indeed, as 
Gadamer argued, “Understanding includes a reflective dimension from the very 
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beginning. Understanding is not a mere reproduction of knowledge” (Gadamer, 
1976/2008, p. 45). 
Hermeneutics invited the researcher to engage with dialogical questioning of all 
data through textual, interactive, reflexive analysis. This ongoing conversation 
opened up possibilities for approaching data from multiple perspectives, rather 
than constraining it to a set of formulaic criteria. As argued by Laverty (2003, p. 
16), “a methodology is not a correct method to follow, but a creative approach to 
understanding, using whatever approaches are responsive to particular questions 
and subject matter”. Hermeneutic philosophy thus provided the lens through 
which the data were viewed.  
By then adopting strategies often associated with the methodological approaches 
articulated by Charmaz (2006), data were effectively organised in accordance 
with the aforementioned philosophical foundations. Indeed, the use of strategies 
as espoused by Charmaz was conducive to the theoretical framework and 
addressed the study’s aims and objectives. This is despite their association with a 
research approach often presented as, and constrained within, the explicit method 
of “grounded theory”. Charmaz has acknowledged, however, that grounded 
theory parallels the broader discipline of qualitative inquiry in many ways where 
theorists who subscribe to alternative forms of analysis often use more 
generalised versions of grounded theory strategies such as reflexivity, memo 
writing, theoretical sampling and coding (Charmaz, 2012).  
Thus, while tools associated with grounded theory were deemed to be appropriate 
for the study, the philosophy underpinning grounded theory was not. Hence, the 
application of these tools did not conflict with the philosophical underpinnings of 
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interpretative hermeneutics and the focus was on processes and conditions 
through the constant movement between data collection, organisation, and 
iterative comparison and between the temporal parts as they integrated with the 
whole of interpretation. Beginning with the process of data collection then, 
knowledge and theory were created through the coding of significant concepts 
and the relationships among them. Coding was a useful strategy for 
systematically comparing various types of data and generating concepts to inform 
theory. By engaging in this cyclic analytical process, there was no single way of 
knowing or a fixed point of view and so ambiguity could be embraced. Indeed, in 
assuming a hermeneutic stance of openness and acknowledging that absolute 
truths do not exist, the researcher embraced the realisation that what we 
understand and know today is forever changing (Holyroyd, 2007) and thus 
knowledge is never fixed. 
Similar to the proposition of Gadamerian hermeneutic philosophy that the multi-
nuanced viewpoints of both researcher and participant be acknowledged and 
engaged, Charmaz argued that it is the interaction itself which facilitates a 
reciprocal co-construction of meaning (Mills et al., 2006a). The interview was 
thus the active site of meaning construction; knowledge was produced together 
and the researcher was acknowledged as author and participant.  
Also reminiscent of Gadamer, is the emphasis of Charmaz on the transparency of 
the researcher’s social and historical influences (or Gadamerian “prejudices”) to 
be transparent in the data collection process, to the participants, reader and 
through the act of reflective memo writing. By adopting this stance, data 
development and reflexive analysis could inductively and deductively entice 
interpretative theoretical propositions. This process of analytic abstraction 
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enabled theory to be developed from empirical data. Exposition of the conditions 
within which these ideas evolved, as presented through persuasive argument, thus 
maintained the interpretative integrity and credibility of qualitative research. The 
reflexive memo writing technique and interview process are detailed later in this 
chapter. 
The reflexive nature of the study encouraged a process of cyclic analysis that 
included collection, coding and theoretical sampling of data for analysis and 
theory development. Theoretical sampling enabled the development and 
refinement of theoretical propositions that were grounded in data. Charmaz 
(2006) described theoretical sampling as an effective strategy for focusing data 
collection and increasing the analytic abstraction of theory by highlighting 
variation and identifying gaps that require elaboration. This invited the researcher 
to iteratively engage with data in order to theorise and confirm or redefine 
concepts and meanings through critical reflection. Rather than focusing on the 
content of phenomena, the research strategies attended to the social processes that 
informed interpretation and analysis. These tools enabled greater insight into and 
familiarity with the data and thus served to facilitate interpretation (enabling new 
understanding), rather than limiting knowledge development through procedural 
adherence (restraining understanding).  
4.2 Research Design 
The theoretical and methodological foundations as argued thus far informed the 
research design, including the strategies used and study procedure. Furthermore, 
the research design was developed to adequately address the aims, objectives and 
research questions outlined in Chapter One. As stated, the study aimed to explore 
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and interpret how meaning is conceptualised by young adult survivors of 
adolescent and young adult (AYA) cancer. Appendix D provides the research 
timeline indicating the distinct project phases over a three year period. The 
research was conducted in three countries, Australia, England and the United 
States of America, and had three main data collection components: 
• Interview Series 1: face-to-face semi-structured interviews  
• Interview Series 2: follow-up semi-structured interviews using Skype 
• Reflexive memo writing.  
These data collection techniques were chosen as they are congruent with the 
philosophical framework of hermeneutics. They enabled participant perceptions 
of cancer survivorship to be directly accessed and the interaction between 
researcher and the research to be thoroughly reflected upon. 
Participants                           
Interview Series 1: Face-to-face semi-structured interviews  
Sample: 45 cancer survivors (15 from each country) 
Inclusion criteria: 
• aged 18 - 40 years old 
• cancer diagnosis between 15 and 29 years old 
• at least two years post active treatment at time of investigation 
• from AU, EN, US 
• able to read, write and speak English. 
Interview Series 2: Semi-structured follow-up interviews using Skype 
Sample: 10 cancer survivors  
Inclusion criteria: 
• Same criteria as Interview Series 1 
• Provided Interview Series 1 data of particular interest. 
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Demographics 
A total of forty-five preliminary interviews and ten follow-up interviews were 
conducted with male (n=16) and female (n=29) participants. The sample size of 
both Interview Series 1 and 2 was not definitive but determined largely by the 
need to generate rich data. Prior to participant recruitment, it was considered that 
there could be some areas within the data that would indicate national and 
cultural differences. Hence, this supported the decision to recruit similarly sized 
samples (n=15) across the three countries. The participants represented the entire 
spectrum of the young adult age range (18 – 40 years), had a cancer diagnosis 
between the ages of 15 and 29 years and were from 2 to 20 years post diagnosis. 
The total average age of the participants at diagnosis was 21.3 years, at time of 
interview was 28.7 years, and the average time since initial diagnosis was 7.2 
years. The cancer diagnoses represented include: Acute Lymphoblastic 
Leukaemia, Acute Myeloid Leukaemia, Acute Promyelocytic Leukaemia, 
Chronic Myeloid Leukaemia, Burkitt’s Lymphoma, Hodgkin’s Lymphoma, Non-
Hodgkin’s Lymphoma, Ewing’s Sarcoma, Osteosarcoma, Medullablastoma, 
Pineoblastoma, Ovarian Cancer, Breast Cancer, Colorectal Cancer, Thyroid 
Cancer, Testicular Cancer, and Squamous Cell Carcinoma. These data are on par 
with SEER data, because 10 of the 12 diseases that account for 95% of the 
cancers in the 15 – 29 year old age bracket are represented by the current sample, 
with lymphomas predominating (Bleyer et al., 2006). In addition, the time since 
diagnosis varied throughout the participant cohort. Participants had differing life 
experiences, healthcare contexts, socioeconomic circumstances and cancer 
prognoses. The advantage of this range of experiences was that data were 
obtained from multiple perspectives. The diversity in participant sample lends 
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richness to the data and is widely perceived to be a valued aspect of qualitative 
research (Patton, 2002).  
Basic information such as disease type and age was collected from participants at 
time of interview. As noted in Chapter One, this information was not necessary 
for data analysis and theory generation. Appendix E provides the demographic 
data collection form. The graphs below depict the disease types, the average ages 
at diagnosis and interview by country, and time since diagnosis by country. 
Importantly, although the average time since initial diagnosis is represented, 
many participants had experienced one or more relapses or developed secondary 
malignancies subsequent to that time. 
Figure 1: Spectrum of diseases  
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Figure 2: Participant demographics  
 
Data Collection  
Interview Series 1: Recruitment and Consent Procedure  
For Interview Series 1, individuals who fitted the inclusion criteria were selected 
purposively to produce a participant sample that was heterogeneous in age, 
gender, and stage of survivorship (n=45). Purposeful sampling is defined as the 
selection of participants who have a shared knowledge or experience of the 
research phenomenon (Patton, 2002). This sampling technique is consistent with 
the interpretive research approach. It provided an initial starting point before 
moving into theoretical sampling when data analysis began to generate 
theoretical concepts.  
Furthermore, purposive sampling is a useful strategy for targeting a particular 
group of people and can be effective when the desired population for the study is 
rare or difficult to recruit. Indeed, recruitment has been found to be challenging 
in previous research targeting the AYA cancer population (Harlan et al., 2011), 
because of such factors as the transient nature of young people. However, there 
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are many considerations that affect people’s willingness to participate in studies. 
These factors may include the study design, recruitment method, the 
organisations supporting or conducting the research, and the research motive and 
topic of inquiry.  
In this study, participants were identified with the assistance of the researcher’s 
established networks within cancer organisations and online communities. The 
participants had no previous relationship with the researcher. The cancer 
organisations, rather than the researcher, initiated initial contact. However, the 
researcher’s considerable exposure to the experiences of other young adult cancer 
survivors, in both professional and advocacy roles, suggested that the research 
topic would be meaningful for this demographic and would therefore attract 
interest. Recruitment was undertaken using a variety of strategies including social 
media platforms such as Facebook and cancer organisations’ online blogs and 
newsletters. Because young adults represent a technologically literate group and 
use the internet to obtain information and socially connect, these recruitment 
strategies were deemed to be conducive to the age group targeted. Indeed, it was 
found that recruiting participants through web-based platforms was a useful 
approach for engaging this “hard to reach” demographic.  
Recruiting participants via the social media platforms of cancer organisations 
may have limited the participant sample to young people who continue to 
associate with cancer-related forums. Hence, it is acknowledged that this 
approach may have eliminated a cohort of survivors choosing not to engage with 
their cancer experiences or cancer organisations. Indeed, voluntary participation 
is an unavoidable aspect of qualitative studies such as this. However, it has been 
noted that generalisability of findings is not relevant in this research.  
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The table below indicates the interview stages over a three year period, the 
geographical locations where the interviews were conducted and the 
organisations that assisted with recruitment. 
Figure 3: Data collection  
Year Country City Organisation 
2011-2012 Australia 
Brisbane 
Sydney 
CanTeen 
Leukaemia Foundation 
Cancer Councils 
Online recruitment (e.g. Facebook) 
2012 England 
 
Newcastle 
Harrogate 
Sheffield  
Oxford  
London 
Teenage Cancer Trust  
Lymphoma Association  
Online recruitment 
2013 United States 
Dallas 
Austin 
New York  
Livestrong 
Stupid Cancer 
Seton Cancer Survivor Center 
Online recruitment 
 
Participant involvement was entirely voluntary and a Participant Information and 
Consent Form (PICF) was provided prior to commencement of the study 
(Appendix F). The PICF included information about the purpose of the study, 
procedure, timeline and the follow-up interview (Interview Series Two). 
Participants were given the opportunity to ask questions about the research or 
researcher. They were informed that they could withdraw from the project at any 
time without comment or penalty and this would not impact their relationships 
with QUT or any organisations with which they were associated. Participants 
were also informed that they could request not to be contacted for a second 
interview, at any stage. Further information regarding the procedural and ethical 
processes is provided in Section 4.3 Ethical Considerations. 
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Interview Series 1: Face-to face semi-structured interviews 
In order to address the study aim and research questions, semi-structured, open-
ended interviewing was the technique chosen to allow insight into the 
experiences of the participants. In Interview Series One, the interviews were 
conducted face-to-face and the researcher travelled to various locations within 
each country to meet with the identified participants. The interviews were 
conducted at cancer organisations’ premises, universities or other public 
institutions, such as libraries. A convenient date and venue was arranged with 
each participant. The interviews were approximately 60 to 90 minutes in length. 
They were audio-recorded, transcribed by an outsourced transcription service, 
and edited for accuracy and emphasis by the researcher. Verbatim transcriptions 
of the interviews contributed to the raw data used for analysis. 
The semi-structured interview technique was congruent with the study objectives 
as it provided a useful forum for communicating sensitive and personal issues. 
Indeed, Gadamer (1960/2004) identified dialogical exchange and language as 
integral to hermeneutic understanding. Interviews thus focused on the 
perspectives from which the participants formed their understandings, more than 
the subjective experiences of the participants (Holyroyd, 2007). Rather than 
simply a means of gathering data then, qualitative interviews were designed to be 
guided conversations in order to develop meanings and interpretations through 
narrative construction. The choice of semi-structured interviews was determined 
by the need generate a richness and a breadth of data. It also enabled participants 
to freely narrate their experiences without having to respond to a rigid set of 
questions.  
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The in-depth nature of intensive interviewing called for researcher flexibility and 
sensitivity as many participants were recounting particular aspects of their 
experiences for the first time. For this reason, conducting the interview in a 
private, comfortable setting and maintaining a respectful approach were useful 
strategies for encouraging participants to confidently recount their personal 
stories. Furthermore, by informing participants that the researcher was also a 
survivor of AYA cancer at the point of interview, trust and confidence in the 
researcher-participant relationship was facilitated (Dwyer & Buckle, 2009). This 
allowed rapport to be established with participants early in the data gathering 
process. As noted by Grinyer (2009), trust is a critical component in 
communicating with the AYA population. As a result, access to the worldviews 
and thoughts of participants could be heightened.  
An initial interview guide was developed to provide a structure and tone to the 
interaction (see Appendix G). Examples of the initial interview questions include: 
1. Tell me about your life before you were diagnosed. 
2. What do you value most about your life now?  
3. How do you feel about telling other people your medical history? 
4. How do you feel about the term “cancer survivor”?  
5. Where do you see yourself a few years from now?  
Within the broad parameters delineated by questions asked, the topics of 
conversation were steered predominately by the participants and what they found 
most important. This was emphasised by the researcher prior to commencing an 
interview to ensure a participant was authoring his or her story. Accordingly, 
participants were then enabled to tell it in their own way, using their own words, 
and in doing so, were given a “voice” (Liamputtong, 2009). Indeed, 
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...the interviewer remains free to build a conversation within a particular 
subject area, to word questions spontaneously and to establish a 
conversational style but with the focus on a particular subject that has 
been predetermined (Patton, 2002, p. 283). 
The interview guide outlined in Appendix G indicates the initial, intermediate 
and concluding questions that were developed to provide some structure to the 
interview. As suggested by Charmaz (2006), steering the interview in such a 
manner allows for a rapport to be built during the initial interaction and for the 
participant to relax into the discussion before being asked questions of a more 
sensitive nature. The concluding questions re-established a more conversational 
tone with the intention of finishing the interview in a positive manner. As the 
research process progressed, the guiding interview questions were refined to 
focus on specific concepts that had developed through analytical interpretation 
and critical reflection.  
Interview Series 2: Recruitment and Consent Procedure  
Theoretical sampling was used to identify participants with data rich interviews 
from Interview Series 1 to inform the participant sample for Interview Series 2 
(n=10). The main purpose of theoretical sampling was to elaborate and refine the 
theoretical concepts (Charmaz, 2006). As such, theoretical sampling of 
participants was guided by developing ideas and was concerned with where to 
sample next and for what theoretical purpose. Hence it was a useful technique in 
selecting participants to further refine the significant theoretical concepts and 
meanings that had developed throughout Interview Series 1. Indeed, theoretical 
propositioning and critical analysis occurred throughout the project. This 
informed which participants were suitable for Interview Series 2 and which data 
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were collected. Information about the follow-up interview had already been 
provided to the participants, and as the procedure had not changed since 
Interview Series 1, consent had already been obtained. This was confirmed when 
contact with the participants was re-established. 
Interview Series 2: Follow-up interviews using online technology 
The semi-structured interview technique was also applied in the second series; 
however questions were further refined to focus on developing ideas that had 
generated during data analysis thus far. Examples of developed interview 
questions are provided in Appendix H. These included such questions as: 
1. Can you describe what you were told at the end of treatment, in terms of 
follow-up, prognosis or survival statistics? 
2. Do you worry about recurrence? Can you tell me more? 
3. How do you feel about your future?  
4. How do you feel about planning or setting goals? 
5. What does living a successful or meaningful life mean to you?  
6. Would you say this is similar to other people your age? 
7. How do you think broader society in the US/EN/AU views cancer 
survivors? What about young people with cancer? 
Because of the geographical spread of participants, it was impossible to conduct 
the majority of the second interviews face-to-face. Skype was thus used and the 
online interviews were audio-recorded. As such, the researcher did not travel to 
conduct the interviews in the second series. 
Reflexive Memo Writing  
As noted in Chapter Three, philosophically based inquiry requires the researcher 
to reflect upon and remain open to multiple meanings and perspectives 
throughout the research process. Hence, the researcher engaged in reflexive 
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memo writing in order to interpret and question the multiplicity of meanings, and 
to conceptualise and form theoretical ideas that developed during the process of 
interacting with participants, through reading widely, and in reflecting on 
connections made. According to van Manen (1997), writing is inherently 
reflexive which made it challenging to stay close to an interview experience as it 
was immediately lived. For this reason, it was determined that reflexive critique 
should occur before, during and after interaction and throughout the research 
process. Reflexive memos subsequently became data in their own right. Making 
meaning from the data thus transpired in a way that was transparently grounded 
in the lives of those who co-constructed the data; the participants and the 
researcher. The process of memo writing ensured the researcher’s continuous 
involvement with the data and allowed her to question, analyse, and give 
meaning to the interaction between researcher and participant (Mills et al., 
2006a). The continual process of interrogating developing theoretical ideas from 
multiple viewpoints ensured the resulting propositions were thoroughly justified 
and grounded in the data. 
Both participant and researcher were given a “voice” in the development of 
theoretical ideas throughout the written research story. This act of “writing the 
world” made apparent the historical and social contexts that framed the co-
construction of meaning during the interviews (Denzin & Lincoln, 2000). In 
accordance with the methodology adopted in this study, the position of the 
researcher and the importance of reflexivity were outlined in Chapter Three. 
Indeed, reflexive memo writing provided the opportunity and sensitivity to better 
understand the complex way in which human experiences interact to construct 
theory (Mills et al., 2006a).  
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Hence, research data were necessarily viewed through the culturally and 
historically situated lens of the researcher’s experience. Reflexive questioning 
then was a useful way to identify the limitations of one’s knowledge, as well as 
examining the grounds upon which the social world was claimed to be known 
(May, 1998). Decisions made throughout the research were reflected upon in 
light of this viewpoint. Although reflexivity does not provide a reprieve from the 
sociocultural milieu in which we are situated (after all it was not objectivity or 
neutrality the researcher sought), the criteria for understanding theoretical ideas 
could be better made manifest while creating space to reflect upon new 
possibilities. This ensured the research was not only concerned with the 
production of findings, but also with legitimising their reception through 
persuasive argument. Using the reflective memo writing technique, reflexivity 
was applied at all stages of the research process: design, procedure, analysis, 
thesis writing and presentation.  
Reflexive memos thus contained detailed examination of the ideas that developed 
in relation to the research questions as the research progressed. They also 
contained reflections and insights related to the research that influenced its 
direction. Memo writing was therefore an effective technique for continually 
prompting, interrogating and recording reflexive inquiry. Throughout the project, 
these developing ideas and questions were organised to explicate how theoretical 
conclusions were reached. Reflexive memos and other data generated an audit 
trail that documented daily research activities and reflections. They were 
subsequently discussed at length during meetings with the Principal Supervisor. 
Hence, dialogue between the PhD Researcher and the Supervisor further served 
as a vehicle for reflection on ideas and prejudices and helped to expand the 
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developing theoretical concepts. Such dialogue was valuable for providing 
insight, considering alternative interpretations and contradictions and thus helped 
to maintain academic rigour in data interrogation (Barbour, 2001). This, in turn, 
meant that the conditions within which meaning developed were transparently 
elucidated and maintained analytical consistency. Indeed, hermeneutic 
consistency is a term often used in reference to the analysis of data. Attendance 
to consistency throughout the research process engendered a coherent 
justification for the resulting interpretations and theoretical propositions.  
Data Analysis 
Immersion in the data to understand the meanings of young adult survivorship in 
their entirety was the first step in the analysis. As noted, the strategy of coding 
then shaped the data for analysis. The interviews were audio-recorded, 
transcribed and thoroughly reviewed prior to coding. Verbatim transcriptions of 
the interviews and the reflexive memos constituted raw data used for analytical 
coding. Data collection and analysis occured simultaneously thereby generating 
an iterative process of constantly revising the data collected. The researcher 
remain opened to new ideas, stayed close to the data, and developed theoretical 
constructs that were simple, precise, active and analytic (Charmaz, 2006).  
Coding was initially used to identify recurrent words, phrases, patterns and 
concepts that reflected participant meanings, thoughts and feelings. The focus 
was on language, processes, actions and meanings rather than topics and themes. 
This elucidated connections between meanings and highlighted any 
inconsistences or contradictions. Simultaneous collection and coding of data then 
allowed for further development of the identified concepts by examining the 
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connections, organising principles, social processes and tacit assumptions that 
informed those ideas. Importantly, coding organised the data for theoretical ideas 
to develop in a cyclic manner. For example, the following interview excerpt 
demonstrates how coding in this study focused on processes and connections. 
Figure 4: Example of coding 
 
Interview Data Process Concept 
 
I’ve talked to many people about 
statistics of people when they relapse 
with the tumour that I’ve had and the 
fact that I’ve had it spread into the lungs 
and survival rates. And I’ve seen people 
die from the tumour I had.  
 
 
Negotiating 
statistics 
 
Confronting 
mortality 
 
 
Marking time 
 
Biomedical 
language 
 
Existential 
reflections 
 
 
Temporal 
perspectives 
 
And for me each year that I tick off it’s 
like "yeah, one more down" and I’ll 
keep ticking them off in my mind 
because I’m pleased with myself.  
 
And then at the end of that year I will 
look back at all the wonderful things 
I’ve done, you know if I’ve been on 
holiday or meeting a new person. 
 
I’m not going to make plans because 
making plans I think has always been a 
bit "mm, I’m not quite sure about that". 
You err on the side of caution I think. 
I’ve never made long-term plans.  
 
I don’t think I was in a secure enough 
position, mentally I didn’t feel like my 
medical position was secure enough to 
say "I’m good now. I’m cured" because 
we never use the word "cured". My 
doctors don’t like the word "cured" 
because who can tell if you’re not. 
  
 
Looking back 
 
Having new 
experiences 
 
 
 
Reluctance to 
make plans 
 
 
 
Negotiating 
health status 
 
 
Negotiating 
medical terms 
 
 
Temporal 
perspectives 
 
Meaningful 
activities 
 
 
Temporal 
perspectives 
 
 
 
Reflections on 
physicality 
 
 
Biomedical 
language 
!
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At every stage of analysis and theorising, the researcher engaged in a dialogical 
process with the data by posing such questions as, “what is really going on?”, 
“what are sociocultural processes and conditions that shape this phenomena?” 
and “what is the function of language here?” Importantly, attentiveness to the 
ways in which language was used facilitated a greater appreciation of the 
sociocultural conditions at play. Awareness and sensitivity of the subtleties, 
differences and contradictions of meaning in the data better enabled the 
researcher to develop theoretical propositions that were grounded in data, 
conceptually dense and well integrated. Furthermore, pre-research assumptions 
about young adult cancer survivorship were interrogated by comparing and 
contrasting these assumptions with data findings. By constantly cross-checking 
interpretations with the original interview transcripts, closeness to the participant 
accounts were maintained. Hence, this strategy grounded developing theoretical 
constructs in the data and maintained research authenticity (Denzin & Lincoln, 
2000). 
Of interest then were the interconnected webs of signification, contexts, cultural 
norms, dominant discourses and moral responses involved in the research topic. 
These contextual and historical factors further evolved the research direction. As 
such, the temporal parts of the “whole” of phenomena were dissected, analysed 
and reconfigured in different ways to develop new knowledge and understanding. 
Hence, constant comparison between the temporal parts and processes to the 
whole and back again elicited a process whereby research questions, theoretical 
sampling and data collection evolved in concurrence with data analysis. This 
approach was therefore congruent with Gadamerian interpretative philosophy as 
the researcher engaged in an ongoing and cyclic conversation with the data while 
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simultaneously constructing meaning and questioning how various interpretations 
were reached. However, it is important to again acknowledge that Gadamerian 
hermeneutics does not espouse the application of specific methods for analysis. 
Rather, the choice and application of creative and useful strategies facilitated 
reflexivity, familiarity with data and the integrity of theoretical development. The 
aforementioned tools of working with the data were deemed to be appropriate for 
this task. 
By engaging in this interpretative process, this research study has developed a 
new conceptual framework regarding how cancer survivorship shapes the 
experiences and meanings of young people in England, the United States of 
America and Australia, and how AYA cancer survivorship is constructed in 
society. This has been achieved through the exploration of personal experiences 
and the comparison of significant concepts among survivors, between researcher 
and participants, and through time and space. The strategies of coding (Charmaz, 
2006) provided the basis for the treatment and organisation of data in this 
research. These guidelines for working with data were deemed to be conducive 
with the theoretical framework of the study. Indeed, they generated momentum 
for the creativity and reflexivity required in interpretative inquiry. 
Constructing Theory 
Traditional models of research view theorising as a linear process whereby the 
researcher begins with theoretical knowledge and draws conclusions by testing 
and perhaps falsifying predetermined theories and hypotheses against empirical 
conditions. By contrast, the approach undertaken in this study relied on the 
analysis of data as they were generated during a cyclic process of comparison and 
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integration. As noted, this process included theoretical sampling, coding, memo 
writing, the development of theoretical ideas and researcher reflexivity. Thus the 
process of collecting and interpreting data were closely (and temporally) linked 
(Flick, 2002). The organisation of data for generating theory was the result of this 
cyclic strategy of comparison. Hence, theoretical propositions were developed 
and their relationship clarified by reading and re-reading all the data. This 
involved continuously moving backwards and forwards between the relevant 
literature, the analytical codes, the earlier analysis, and the original interview 
transcripts. Theory construction was a process of moving from disparate parts to 
the whole of understanding and was thus informed by the Gadamerian 
hermeneutic circle. Hence, hermeneutic understanding was reached when the 
researcher recognised the significance of the disparate concepts and recognised 
how these concepts related to each other. 
As noted, the researcher initially reflected upon prior theoretical and experiential 
knowledge. The ensuing theoretical propositions were thus subjected to a 
rigorous process of checking and re-checking with the data in order to generate 
knowledge that did justice and remained true to the data. This does not imply that 
the researcher’s starting point was as a tabula rasa (Mills et al., 2006b). On the 
contrary, the researcher’s active involvement during the interview and her 
creative interpretation of data were acknowledged as integral to the research 
process. An understanding of the topic is evident given the selection of research 
questions and the researcher’s experience in the field. Hence, reflexivity (through 
memo writing) assisted the researcher remain open to data as they were generated 
and to question whether (or how) decisions made during the research process 
were impacted by preconceived ideas or prejudices. This created space for new 
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meanings to develop through interaction, not by denying the conditions 
informing the researcher’s pre-understandings, but by envisaging the possibility 
of others. As noted in Chapter Three, Gadamerian hermeneutics does not view 
pre-understandings as limitations of understanding, but rather, they play a 
positive role in contextualising phenomenon. In this study, therefore, knowledge 
was developed as the researcher demonstrated openness to restructuring her 
awareness of the phenomenon of interest.  
The constructed theoretical propositions thus highlight the language, contexts and 
relationships associated with the events, experiences, and phenomenon of young 
adult cancer survivorship. For example, a theoretical proposition of this study is 
that cancer survivorship is experienced as a continual and dynamic process 
(experience). The research indicated young survivors re-created their worldviews 
and developed social positioning by recalibrating temporal perspectives 
(relationships and processes). Meanings were developed through personal 
narrative (language) and further shaped by dominant cultural factors relating to 
the biomedical model (events and experiences), to social depictions of cancer and 
survival (language and culture) and to the country’s healthcare system (contexts).  
It is again important to emphasise here that the study was not designed to 
produce generalisations regarding the survivorship experiences of young adults. 
Thus the theoretical propositions generated are not representations of given facts, 
but thoroughly justified interpretations presented through persuasive argument. 
The ideas presented in this thesis will necessarily change and develop over time 
and thus cannot be viewed as static entities. As such, the sociocultural and 
sociohistorical nature of the interpretation is recognised and readers are invited to 
engage with the hermeneutic situation of young adult cancer survivorship as 
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encountered during this research study. The findings are therefore theoretical 
interpretations of the experiences of young adult cancer survivors, constructed by 
the researcher in collaboration with the participants. 
Rigour and Credibility 
Although hermeneutics does not encourage or define one universal set of criteria 
to assess rigour and credibility (Laverty, 2003), clarity around the research 
process can be enhanced by engaging with these concepts. Hence, the quality of 
this research was underpinned by its attendance to standards of rigour and 
credibility (Denzin & Lincoln, 2000). Several strategies have been identified in 
the literature as enhancing rigour and credibility (or trustworthiness) in 
qualitative research. These include the application of multiple data collection and 
analysis strategies, transparency in documenting procedural and ethical conduct, 
congruency between the philosophical assumptions and traditions of the research 
approach, prolonged engagement with the participants and the research 
phenomena and reflecting upon developing interpretations from multiple 
perspectives and with different audiences (Denzin & Lincoln, 2000; 
Sandelowski, 1986; Strauss, 1987).  
Four main processes were thus applied to maximise research rigour and 
credibility in this study. First, multiple sources of data were gathered and 
interrogated. These data included existing survivorship research and relevant 
literature, the philosophical arguments of Gadamer and other qualitative theorists, 
the original interview transcripts, and the reflexive memos and analytical codes 
developed by the researcher. Informal discussions with health professionals and 
other members of cancer communities in the three countries also provided useful 
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information and challenged developing interpretations about the healthcare 
contexts that shape survivorship experiences.  
Second, multiple sources of data called for reflexivity and sensitivity when 
examining the interaction between the researcher and the research (Mays & Pope, 
2000). Reflexive memos and other data documented and questioned procedural 
conduct thereby informing decisions and analysis throughout the study. Hence, 
academic rigour was enhanced by generating an audit trail that documented daily 
research activities and reflections (Etherington, 2004).  
Third, developing theoretical propositions were discussed with various audiences 
for comment (Strauss, 1987). Among other forums, the preliminary research 
findings were presented to and verified at Australia’s inaugural survivorship 
conference in 2013 (see Appendix B). This conference was attended by a variety 
of stakeholders such as (multidisciplinary) health professionals, researchers, 
policy makers, cancer organisations, cancer survivors and patient advocates. The 
feedback from this presentation (by cancer survivors and health professionals) 
suggested that the preliminary findings were authentically representative of 
cancer survivorship experiences and meanings.  
Fourth, credibility and trustworthiness were demonstrated by ensuring that the 
analytical findings authentically depicted the intersubjective meanings of the 
participants as they interacted with the researcher (Denzin & Lincoln, 2000). 
Credibility was maximised by using direct quotations throughout the findings 
chapters to enable the participants’ voices to be heard (Charmaz, 2006). Rigour, 
depth and richness of the study thus occurred through the use of multiple data 
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collection and analysis strategies, and reflexive questioning and testing of 
theoretical concepts in various contexts.  
4.3 Ethical Considerations 
The University Human Ethics Committee (UHREC) approved this low risk study 
in September 2011 and the cancer organisations approached indicated that QUT 
ethical approval was sufficient for their purposes. Written verification of the 
organisations’ acceptance of QUT ethics protocol was necessary for QUT ethics 
approval to proceed. The UHREC is registered and accredited with the National 
Health and Medical Research Committee (NHMRC) to conduct research 
involving human participation (Registration # EC00171). All human research 
conducted at QUT must be in accordance with the NHMRC’s National Statement 
on Ethical Conduct in Human Research (2014). The cancer organisations that 
assisted with recruitment included the Leukaemia Foundation (AU), Cancer 
Councils (AU), CanTeen (AU), Stupid Cancer (US), LiveStrong (US), Seton 
Cancer Survivor Center (US), Teenage Cancer Trust (UK), and the Lymphoma 
Association (UK). Appendix I provides the Human Ethics Approval Certificate 
for this study (Approval #1100001083). Appendix J provides an example of 
written correspondence from a cancer organisation to the QUT Research Ethics 
Unit indicating that the University’s ethics approval met the organisation’s 
requirements to assist in the recruitment of participants. 
The research was deemed a low risk study as there were no risks to the 
participants or researcher beyond normal day-to-day living. However, given the 
personal nature of the study, sensitive issues were discussed with the participants. 
If the topic of conversation was seen to cause distress, appropriate care was taken 
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by the researcher to carefully guide the interview process or move on to a 
different topic. Furthermore, it was communicated to the participants prior to 
commencing the interviews that they were able to stop the conversation and/or 
the audio-recorder at any time. Although the researcher was prepared to provide 
information about accessing appropriate counselling services if necessary, the 
requirement for this did not eventuate. Additionally, the researcher’s contact 
details were provided to participants if they had any further concerns after the 
interview had finished. Despite the aforementioned low level risk of distress, 
many participants expressed that they found the interview to be an opportunity to 
discuss some of the more personal issues relating to survivorship. As such, the 
research experience was expressed to be of value to many participants as there 
are few occasions in everyday life where they are able to have such discussions. 
As noted, participant involvement was voluntary and a Participant Information 
and Consent Form (PICF) was provided prior to commencement of the study 
(Appendix F). All participants reserved the right to withdraw at any time and this 
was emphasised during the consent process. Privacy and confidentiality was 
assured and following data transcription, anonymity was maintained, as 
participants were de-identified through the use of pseudonyms. This process does 
not allow for identification of individual participants when the research findings 
are disseminated. Interviews were audio-recorded and then transcribed by an 
outsourced transcription service that entered into a confidentiality agreement with 
the researcher by signing the required documentation. Non-identifiable, hard 
copy interview transcripts have been stored in a secure, locked filing cabinet at 
the researcher’s desk at QUT. Electronic copies have been stored on the 
university hard drive which is password protected. Only the researcher and the 
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PhD supervisors have access to the data. The researcher solely owns the 
Intellectual Property of this research. 
4.4 Health and Safety Considerations 
As required by QUT, a risk assessment was undertaken prior to the 
commencement of the study. To ensure the health and safety of the researcher 
and participants, the researcher completed and submitted the QUT Hazard 
Checklist and Research Risk Assessment Form A that informed the ethics 
application. The researcher also completed online Health and Safety Training 
modules: QUT General Evacuation Instruction, University Health and Safety 
Induction, Manual Handling, and Office Safety. As discussed, this was a low risk 
research study that did not involve the use of potentially hazardous material. 
However, there were two considerations that the researcher was aware of prior to 
commencement of the study as outlined below.  
The first consideration, as described in QUT’s Faculty of Health, Health and 
Safety Standard Operating Procedure 6: research involving repetitive movements 
and fixed posture over extended periods of time (SOP NUR 06), highlighted the 
importance of being aware and responsive to the health and safety issues related 
to utilising workstations for long periods, and in managing stress and fatigue 
during research associated activities. SOP NUR 06 provides strategies the 
researcher employed to mitigate these risks, including correctly setting up the 
workstation, taking breaks from a stationary position and varying work tasks.  
The second health and safety concern was associated with the interview 
technique used in this research and is outlined in QUT’s Faculty of Health, 
Health & Safety Standard Operating Procedure 7: research involving working 
98 Creating Meaning: The Cancer Survivorship Experiences of Young Adults 
alone with participants on campus (SOP NUR 07). As such, the researcher was 
aware of any risks associated with being alone with participants and appropriate 
precautions were taken such as: conducting the interviews within the hours of 
9am to 7pm, notifying relevant contacts and cancer organisations of the interview 
location when off-campus or overseas, and having access to a phone at all times.  
4.5 Research Design: concluding remarks  
A key aspect of the research design was to ensure the appropriateness of the 
methodology for developing a thorough understanding of the topic under study, 
as reflected by the aim, objectives and research questions. The aim of this 
research was to understand how young adult survivors of AYA cancer 
conceptualise meaning in life. Chapter Four outlined the methodology chosen for 
this research and justified its selection. Discussion included how hermeneutic 
philosophy informed the way the researcher engaged with the data and 
represented the study’s theoretical framework. The chapter also discussed the 
research sample, the strategies of interviewing and reflexive memo writing, 
recruitment and consent procedure, data analysis and theory construction. It was 
demonstrated how the research design was designed to enhance rigorous analysis. 
Lastly, the health and safety issues and ethical considerations of the research 
were outlined.  
The next section will introduce the research findings of the study by presenting a 
diagram depicting the theoretical concepts that developed. Fundamentally, the 
processes of temporal recalibration and meaning-making are explored in the 
context of young adult cancer survivorship. Chapter Five then discusses the 
processes involved in recalibrating temporal perspectives, Chapter Six looks at 
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how meaning and identity develop through narrative, and Chapter Seven reflects 
on the contextual factors of culture and environment. 
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Introduction to Research Findings 
As noted, young adult cancer survivorship is poorly understood. In order to 
address this deficit in knowledge, the multidisciplinary oncology community is 
advocating for age-specific studies into the distinct biological, psychological and 
social needs of this group. To date, AYA cancer survivorship research has largely 
focused on the health needs or the post-treatment physical effects of cancer in an 
effort to improve long-term treatment outcomes. Further, an acknowledgment of 
the distinct transitional life stage of this group has led to an increase in health-
related quality of life studies measured by psychosocial determinants. In contrast, 
this study was primarily concerned with exploring the sociocultural contexts that 
frame and ascribe meaning to young people’s survivorship experiences. As such, 
the research intent was to theoretically understand how language and cultural 
norms embedded in western societies shaped the cancer survivorship experiences 
of young adults and concurrently, how these meanings shaped young survivors’ 
worldviews and identities. 
Despite the distinctiveness of each country’s healthcare, cultural and social 
environments, the concept of “time” resonated throughout participant accounts of 
ongoing cancer survivorship experiences. Life-threatening illnesses challenged 
taken-for-granted assumptions about the conventional temporal framing of 
human life. It was apparent that altered beliefs in temporal progression and 
biographical chronology impacted the organisation of time, the structuring and 
subsequent meaning of life events, and the use of time as a resource, thus 
implicating every aspect of young adult cancer survivorship.  
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The study highlights the everyday experience of young cancer survivors as a state 
of uncertainty about the future. Despite a wide range of physical realities, social 
contexts and healthcare environments, it was apparent that the young survivors 
engaged in a transitional process of re-creating assumptive worldviews, meanings 
and social positioning by recalibrating temporal perspectives. The phases of 
temporal recalibration related to interpretations of past, present and future and 
were manifested through personal narrative. It was seen that narratives and social 
roles were further shaped by contextual factors and dominant cultural discourses 
relating to the biomedical model, social depictions of illness and survival, and the 
country’s healthcare system.  
The young adult cancer survivors tended to engage in a process of temporal 
recalibration as they moved from initial diagnosis, into treatment and beyond. 
However, movement between the phases was not distinct, linear or certain. 
Particular events, memories, follow-up appointments or recurrences negated the 
likelihood of linear progression. As such, there was no “completion” point and 
the experience of survivorship was constantly evolving. It was apparent that 
ongoing physical ramifications and the knowledge of possible recurrence or life 
span limitation permanently framed survivorship. Consequently, processes of 
adjustment, temporal recalibration and meaning-making could only be 
understood in their existential entirety; and in relation to evolving assumptions 
about life and death, to narrative disruptions and continuities, and to the 
conflicting identities of youth and patienthood.  
The following diagram depicts the phases of temporal recalibration and meaning-
making in young adult cancer survivorship. The distinct phases of this process 
form the conceptual framework for the analytical findings chapters (5, 6, 7). 
Introduction to Research Findings 103 
Figure 5: Creating Meaning 
 
The hermeneutic process of conceptualising meaning has been dissected to 
adequately articulate and contextualise the young survivors’ experiences. 
However, the meaning and experience of cancer survivorship was explored as a 
unified phenomenon. Indeed, Benner (1985, p. 1) described hermeneutics as "...a 
holistic strategy because it seeks to study the person in the situation rather than 
isolating person variables and situation variables and then trying to put them back 
together". This presentation of findings thus reflects the hermeneutic circle as a 
movement between parts (experience) and whole (the phenomenon of 
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coneptualising meaning in cancer survivorship), each giving meaning to the other 
such that understanding is circular and iterative (Gadamer, 1960/2004).  
In this study, the participant accounts were intensely personal; however, 
articulation of experience was dependent on shared cultural resources explicitly 
and implicitly embedded in western societal tradition. Indeed, negotiating 
continuity and coherence between past events and future reckoning through 
narrative reconstruction was seen to be critical for the development of new 
meanings and post-cancer identities. The meaning-making processes depicted in 
the analytical findings chapters are accompanied by participant quotations to 
demonstrate grounding in the data. 
Chapter 5: Recalibrating Temporal Perspectives 105 
 Recalibrating Temporal Perspectives Chapter 5:
5.1 Falling out of time 
Critical illness not only presents you with issues of finitude, but more 
importantly, it threatens the very foundation of time structuring by 
removing you from life’s comforting rhythms. It becomes a struggle not 
to fall out of time (Hagestad, 1996, p. 204).  
The westernised concept of time 
In Time and Social Theory, Adam noted that the concept of time is so deeply 
entrenched in human existence that it is almost “invisible” (Adam, 1990, p. 9). A 
human understanding of time exists within the culturally specific frame within 
which we organise, regulate and structure our lives. Universal principles of time 
found in nature and the physical world form the basis for the human awareness 
and reckoning of time and are therefore critically implicated in the 
conceptualisation of “social time” (Adam, 1990). While it was outside the scope 
of the research to explore the universal principles of time found throughout 
nature, of concern was how people relate to the natural rhythms and stages of 
human life, or the way “social time” is constructed. Time as a measure and 
quantity is indeed a human abstraction and can only be understood through the 
lens of whatever measure has been applied. Indeed, the modern dominance of 
“clock time” has permeated our social lives and institutions (Allen, 2008). 
However, clock time as a measurement only reveals the “how much” of time, it 
does not reveal time as it is experienced by the self (Heidegger, 1962). Of 
particular interest in this study, therefore, was the dimension of human time 
associated with life stages and illness and how young cancer survivors experience 
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this in a social world. This means the quality of time as interpreted from birth to 
death and constructed through culture, language and social interaction. 
Patterns of time vary across cultures and over history and so the social concept of 
time needs to be located in a particular cultural tradition. The human desire to 
create order, pattern and meaning in the world (Becker, 1997) generates a need to 
ascribe continuity and structure to the way time moves. Cultures that value 
concepts of progress tend to see time moving linearly while those that are more 
closely associated with nature are more likely to see a cyclical repetition to 
events (McGrath, 1990). In western industrialised countries time is reckoned 
progressively; from the past, through the present and into the future. Time is 
therefore conceptualised as a resource, a tool and a value for exchange (Adam & 
Groves, 2007). Further, time in western cultures is embedded in every social 
interaction and yet used in everyday life as if it were an unambiguous concept. 
However, temporal experience is variable and shaped by sociocultural conditions 
such as life experience, age, gender, and nationality.  
The aforementioned linear time structures support a belief in, and the promotion 
of, the availability of future time. The belief that future time exists orientates 
present action and influences the way people live their day-to-day lives. This 
temporal relationship is illustrated by Mahatma Gandhi when he stated “The 
future depends on what you do today”. Not only is future time predicted, but also 
it is actively constructed through the creation and pursuit of long-term goals. A 
human relationship with the past, present and future has been explained by 
developmental theories that are associated with the irreversible direction of time. 
As such, biological development is conceptualised through the significant and 
sequential life transitions that form our biographical stages (Erikson, 1995). 
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Studies concerned with life cycle processes demonstrate this by focusing on 
people’s development, ageing, maturation and status passages. As Weigert 
(1981) argued, the “time tracks” of our lives are the social statuses humans pass 
through which develop our identity and as individuals, we are locked into these 
social, institutionalised contexts. Hence, the status of “youth” in western societies 
is culturally associated with tasks promoting individualistic, future-oriented 
thinking, goal priorities and social network preferences. These cultural norms 
impact the way that young people imagine and shape their life trajectories and 
personal identities. The imaginings of youth fundamentally rely on a belief in 
future time and the potential to exist within it.  
The temporal horizons of youth 
As discussed in Chapter Two, the concept of youth has only been explored since 
its identification as a distinct group in industrialised societies. Accordingly, 
research into the social, physical and psychological development of AYA has 
better enabled an understanding of the experiences of this group (Holge-
Hazelton, 2007; Klein, 1990). However, Chapter Two demonstrated that “youth” 
is not simply a developmentally transitional age, but must be understood in 
relation to the social, economic and political contexts of a given milieu. Further 
to this “youth”, by definition, is a temporally constructed concept. It is the time-
bounded period between childhood and adulthood. Young people are encouraged 
to discard the present-focused aspirations of childhood and project themselves 
into the future by planning and setting goals for adulthood (Shulman & Nurmi, 
2010). This linear sense of temporality is shaped by western values that focus on 
achievement and progression where personal control over life course trajectories 
is emphasised. Although not yet traversed, the future is thus constructed as 
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available, controllable, and time seems abundant. While the future may not be in 
their immediate consciousness, young people believe in its existence.  
Within this understanding of the linear nature of time, individuals construct 
temporal horizons; the past is created through memory and the future is viewed 
through anticipation (Bardon & Dyke, 2013). Young people relate to the future as 
an exploitable (and exponential) resource and are continually creating their 
futures through tasks such as relationship building, pursuing education or 
vocational goals, negotiating independence and gaining financial autonomy. 
These experiences or “time tracks” shape personal narratives and identities that 
are articulated as works in progress; they are engaged in a process of 
“becoming”. Accompanying the imagery and investment in future time is a sense 
of relative invulnerability, thus enabling the tasks of youth to take place with a 
degree of fearlessness and at times, recklessness (Steinberg, 2008). As such, 
biographical trajectories are organised according to assumptions about the 
availability of future time. Past memories resonate with lived presents and evolve 
into imagined futures, thus providing continuity and meaning to the personal 
narratives that structure our lives and identities (Giddens, 1991).  
Paradoxically, the value people place on time functions inversely to its perceived 
availability. The more time we believe we have, the less present time is ensued 
with a sense of urgency or weighted value (Adam, 1990). Unlike older adults, 
AYAs have short biographical histories and long imagined futures (Lewis et al., 
2011). So during the period of youth, time seems abundant and thus the activities 
of day-to-day life have no apparent, or at least, impactful, urgency. By contrast, 
the value of time during a period of illness may increase. Accompanying illness 
and threats to mortality, is the acute knowledge of the uncertainty of the future. 
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This awareness is necessarily experienced in the present. Hence, the traditional 
sequential patterns of an anticipated biographical chronology become 
increasingly speculative and future time may be perceived as uncontrollable.  
Indeed, this research study indicates that a life-threatening illness like cancer 
disrupts the ordinary temporal rhythms of youth and impacts upon perceptions of 
future time availability. For the young people in the study, assumptions about 
biographical chronologies and future identities were challenged and the linear 
narratives adopted in youth required reinterpretation. Participant narratives were 
dominated by efforts at self-reconstruction since their meanings and everyday 
lives had been altered by cancer. Hence, the young cancer survivors had fallen 
out of the temporal rhythms and conventions of social time. 
Disrupting mythical biographies 
Participants characterised the period prior to a cancer diagnosis as a time when 
the existence of the future was taken for granted. Future time perspectives lend 
comfort, order and direction to life (Bardon & Dyke, 2013) and generate familiar 
narratives that correlate with the cultural expectations of youth. Hence, the 
sudden and unexpected diagnosis of a disease, barely recognisable to this age 
group, created a surreal quality of disbelief. With limited life experience and 
exposure to stories of illness or death, the concept of cancer was foreign. 
Previous to their own experiences, the disease had been associated with the 
trappings of old age and/or health transgressions such as smoking or other toxic 
exposures. Indeed, even if cancer had been present in participants’ lives, with 
family members or other older adults, it had not been personalised to 
meaningfully challenge concepts of mortality or lifespan limitations. The concept 
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of cancer resided securely in the realm of the “other” and the seemingly more 
relevant life tasks associated with youth took precedence. This was exemplified 
by Lynn as she reflected upon her identity prior to cancer. 
Before I had cancer, it was like this innocent time when I really was 
thinking nothing could touch me or I was invincible so definitely didn't 
think of it as something that was close to me at all. I was still very much 
acting like a person in their 20s. I was thinking, I'm untouchable… 
…Before, I thought of cancer as something my grandfather had died of 
because he smoked. It was not very personal, it was just far away and a 
worst-case scenario. And it was totally cause and effect. (Lynn, US, 4yrs 
post-Dx, HL) 
It was apparent in participant accounts that previously held optimism about the 
future included perceptions of personal control and justice. For this reason, a 
cancer diagnosis induced feelings of moral responsibility or indeed guilt and 
prompted cognitive reasoning to make sense of why it had happened to them. 
Walter and McCoyd (2009) support this notion by suggesting that young adults 
often attribute their illness to something they did wrong or something they could 
have avoided. The following quotation illustrates how cancer was often 
associated with lifestyle transgressions. 
I just couldn’t work out how what they were saying to me actually 
connected with me, because surely you got cancer if you smoked and I’ve 
never done anything like that. I’ve never really drunk, I was a very 
healthy person, I didn’t eat fast food. I just couldn’t understand how it 
had anything to do with me and I expected that I would go home with 
antibiotics, and then to be told that it’s cancer, which everybody knows is 
this awful, awful thing, I just couldn’t work out how I’d caused it. 
(Sophie, EN, 11yrs post-Dx, NHL) 
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A diagnosis of cancer means a confrontation with death in a very intense way. 
The general discourse of cancer conceptualises the disease as unruly, 
unpredictable and at times mystical (Sontag, 1978). Further, according to one 
researcher of the Hiroshima disaster, the definition of survivor is one who “has 
touched, witnessed, encountered, or been immersed in death in a literal or 
symbolic way and has himself/herself remained alive” (Lifton, 1980, p. 54). The 
association of cancer with death in society was reflected in participants’ 
retrospective accounts of the day of diagnosis.  
They said it was cancer and I remember feeling very shocked because 
cancer just means that’s the end. You do know about chemotherapy or 
radiotherapy, only on a very superficial basis and cancer is just, that’s 
the end really or the downfall of somebody… 
…I remember standing at the bus stop waiting to go home and being 
quite angry towards my mum and saying "well I’m going to die aren’t I, 
that’s the end now". (Steve, EN, 12yrs post-Dx, HL) 
For the young people in the study, a confrontation with the possibility of death 
was particularly alarming as the life experiences and cultural contexts of this age 
group had not yet exposed them to such concepts. Questions of mortality and the 
finitude of life may not have been previously reflected upon. Challenges to 
previously held existential belief systems therefore alerted young patients to 
physical fragility and limited time spans. However favourable the prognosis, a 
cancer diagnosis forced a sudden confrontation with mortality. The sudden and 
immediate threat of disease and dying, the harshness of treatment and its physical 
effects, and the intense scrutiny by self and others on physicality, presented 
unprecedented personal and social challenges. The participants recalled that at 
diagnosis, although the focus of others was on the disease and how it could 
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effectively be treated, they had entered an alternate reality where deep-seated 
belief systems were shattered.  
Indeed, western culture propagates three basic worldviews that form the 
scaffolding of our assumptive global meanings, including the beliefs that the 
world is benevolent, that it is controllable and meaningful, and that justice will 
prevail (Janoff-Bulman, 1992). Accordingly, good things happen to good people 
and vice versa. Such cultural constructions fuelled the participants’ pre-cancer 
narratives and until trauma challenged these assumptions, provided a sense of 
order and stability. Halldorsdottir and Hamrin (1996) argued that the 
predominant concept experienced by cancer patients is altered existential beliefs. 
Indeed, at the core of this traumatic experience was the sudden and acute 
knowledge of personal finitude, which dislocated young patients from the 
assumptive worldviews of youth. Maree evoked the metaphor of hell to describe 
her shattered assumptions about a benevolent world. 
I felt like mother nature was a bitch, and the world wasn't a happy place 
when I thought it was. My innocence was gone and my mindset was, I 
thought life was good and it's not actually. I can't believe the world 
would make somebody who thinks life is good make them think it's bad. 
Sometimes I feel like I've had this glimpse of hell that other people 
haven't had, I guess. This glimpse of this other world. (Maree, AU, 3yrs 
post-Dx, OSA) 
The concept of time, as implicitly and explicitly conceptualised during young 
adulthood, was thus contested and fundamentally altered by the existential 
challenges of a cancer experience. The illusion of future time was replaced by 
uncertainty. Indeed, the future became impossible to predict and the present 
situation was not the imagined future it once was. Consequently, the past also 
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needed to be reinterpreted and rewritten. This resulted in a sense of grief and loss 
for the life that young people had previously imagined they would experience in 
the future. The following statement articulates the conditions “of lost time, of lost 
experiences”. 
I was abroad for a year having the best year of my life doing this 
amazing stuff and feeling totally liberated and free and being paid for it 
and it was a real high and I'd just finished college. Then being told this 
really put constraints on. It was a shocker because you feel like there's 
just so much to do. You are 23, you are young, you are vital and strong 
and you're ready to go and take on the world and you're doing all the 
right things and then that happens, it's a blow…   
…I think there was an expectation of myself, which everyone has, that I 
would live and that I would have the experiences that I had thought that I 
would have, things that I had not yet done that I would do. I think part of 
the issue of mortality was also of one's own sense of self-fulfilment. What 
your own ambitions and goals are in life and the possibility that those 
things might not come to pass. That the cancer and this treatment has 
disrupted what you had going on before. So there's a sense of lost time, of 
lost experiences. (Bob, US, 10yrs, post-Dx, HL) 
As young people fell out of conventional time, the taken-for-granted biographical 
mythologies and hopeful optimism that characterise youthful thinking were 
shattered. An unknowable future meant that young patients’ lives were 
experienced through a series of present-tense activities. But daily plans and the 
sequencing of events were not only altered by a cancer diagnosis and the 
temporally regimented nature of treatment protocols. So too were entire temporal 
structures. Cancer had fragmented the ordinary continuity of the meaning and 
experience of time. New ways of understanding and engaging with the world 
necessitated the development of new narratives and the reinvention of personal 
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identities. But for participants, a sense of disconnection from past lives meant 
that they could no longer relate to what they had previously found meaningful. 
During interviews, this manifested as difficulties in remembering who they had 
been before cancer. While some participant accounts dissected time to represent 
before, during and after cancer, others referred to their pre-cancer selves in third 
person, indicating a discontinuation of past identities. Thus without the temporal 
integrity of stable identities, young people felt uncertain who or what they had 
become. Nicole articulated how her cancer experience precipitated identity 
reinvention: 
I would say that’s when everything started, the depression, the anxiety 
and everything sinking in. The realising of "holy crap, I went through 
that, I'm not going to be able to do these things anymore". And then I 
went through that whole transition of figuring out who I am in a different 
way. I’m not me anymore. In high school, your identity is what you do in 
school. I wasn't doing anything. So I lost that and then I was trying to 
figure that out. I felt like I had to figure that out sooner than anybody else 
did. (Nicole, US, 7yrs Dx, OSA) 
But if conventional narrative development requires a sequential plot (Frank, 
2013), temporal progression was called for. As argued by Stacey (1997), 
conventional narrative structure requires spatial and temporal coherence, linear 
sequence, closure and resolution. But during illness, disruption to the order and 
coherence of chronological biographies leads to alienation from past beliefs, 
future horizons, and an unfamiliar sense of self (Melges, 1990). Thus the 
participants experienced a period of transformation from patienthood to 
survivorship, that lent urgency to the present, doubt to past belief systems and 
attributed disbelief and uncertainty to future possibilities. 
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5.2 Redesigning horizons 
Navigating uncertain futures 
Being young with cancer is a different disease. It’s not where it is in your 
body, it’s how old you are and it definitely changes your trajectory, 
whether you want it to or not, at a point of time where you are supposed 
to be shaping that trajectory. (Alan, US, 18yrs post-Dx, MED) 
As suggested by the quotation above, participants struggled to adjust to the 
realisation that their lives would not play out according to anticipated 
biographical trajectories. This disruption to assumed life trajectories prompted 
feelings of temporal discontinuity and the realisation that the future is 
unknowable and thus uncontrollable. Breaden (1997) proposed that during 
treatment, time stands still and the future is temporarily arrested. However, 
participant accounts suggested that doubt regarding the availability of future time 
remained even after the urgency of cancer and treatment subsided. A new 
understanding of life’s uncertainty and the body’s fragility eroded the ontological 
security derived from perceptions of biographical continuity, where deviations 
were not expected. Participants were mostly unaware that they were learning to 
adjust to revised temporal horizons. However, it was apparent that altered 
perceptions of temporal progression led to the requirement to re-think future 
plans. Participants articulated that previous engagements charged with the task of 
creating the future seemed futile in the light of uncertainty. Thus the worth of 
sequencing and planning future trajectories required re-evaluation. The following 
statement exemplifies the erosion of taken-for-granted assumptions about future 
certainty and the ability to control one’s life. 
I always got what I wanted because I worked for it. I worked out a way to 
get what I want and I did the steps and I got what I wanted. So there was 
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always that certainty that with certain things if I wanted them and I 
worked hard enough I'll definitely get it, so it's like a given. But then with 
other things that I am not the person in control, I find that frustrating. 
Getting sick obviously wasn't part of my master plan and then when it 
happened it knocked everything out. You have to put your whole life on 
hold and then you have to rebuild your life afterwards because you're a 
different person and things have changed without you even realising it. I 
feel like with most of my life there was that certainty there and now I 
don't like that there's uncertainty. (Charlee, AU, 3yrs post-Dx, HL) 
It was apparent that the tenuous nature of the young survivors’ relationships with 
future time developed in reference to the biomedical language surrounding the 
state of survivorship, including time-measured statistics and potentially life 
limiting prognoses. Indeed, the survivorship literature indicates that following 
cancer, individuals live everyday with an awareness of possible disease 
recurrence (Butow et al., 2013). For AYA survivors who are entering into 
adulthood, this awareness frames entire adult lives. Further, Shepherd and 
Woodgate (2010) proposed that AYA cancer survivors experience uncertainty 
largely because of the fear of recurrence. In this study, it was apparent that 
follow-up hospital appointments and other medical interventions reinforced 
perceptions of future uncertainty and personal finitude.  
Little et al. (2001) argued that patients remain vulnerable to the information 
provided by healthcare systems regarding their health and prognoses. Indeed in 
line with Foucauldian thought, within biomedical discourse (as in other speciality 
disciplines), the purveyor of special knowledge exclusively inhabits the domain 
of power (Foucault, 1982). As such, the niche knowledge surrounding cancer is 
the currency of clinicians and is inaccessible by patients to the same degree, thus 
subordinating the quality of patienthood to medicine’s institutionalised discourse 
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and professional codes3. The inequality of access to, and understanding of, 
specialised medical knowledge disconnected young people from their health 
statuses and limited the autonomous authorship of illness narratives. As 
patienthood was institutionally managed by the information and care provided by 
the healthcare system, a relationship of dependency to biomedical culture ensued.  
In an effort to engage patients in their own healthcare, there has been an 
increased focus on the provision of patient-centric information and resources in 
the past few decades (e.g. Epstein & Street, 2007). Nevertheless, studies indicate 
that distress about possible recurrence continues to generate feelings of 
vulnerability and disempowerment well into survivorship (Gorman, 2006; 
Stacey, 1997). As stated, the definition of a cancer survivor in this study is a 
person who is told there is currently no detectable sign of disease. But alongside 
this reassurance and perhaps relief, certainty cannot be provided as to the 
likelihood of its return; only statistic-based speculation exists in medical 
discourse. Indeed, in relation to cancer, cure is a concept often referred to but 
rarely applied (Drew, 2003). Accordingly, uncertainty about the future, as 
medically articulated by prognosis and statistics, is reinforced.  
The research identified that the management and communication of uncertainty 
varied considerably depending on contextual factors such as treatment setting 
culture, whether follow-up programs existed and whether clinicians were versed 
with age-appropriate communication skills. But what was consistent throughout 
the stories was the way that clinicians used the language of statistics vis-à-vis 
time intervals to communicate the likelihood of recurrence. Incremental points in 
                                                
 
3 Patient subservience to biomedical culture is discussed further in Chapter 6. 
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time not only determined the regularity of follow-up appointments and scans, but 
also survival statistics. The 1, 2, 5, and 10 year marks were linked to survival 
rates of a given disease, with the intention of providing some sort of clarity for 
the young survivor. But of course, statistics provide probabilities rather than 
certainties and while there may have been no recurrence to date, the possibility 
remained that cancer could develop at a later stage. Further, disease and treatment 
during adolescence and young adulthood increases the likelihood that secondary 
cancers and other co-morbidities will occur (Oeffinger & Tonorezos, 2011). In 
the age of evidence-based medicine, health professionals manage such 
possibilities with figures and (arguably) an element of clinical distance. By 
contrast, it was apparent that the young survivors related to these figures by 
applying them to everyday life.  
At the end of treatment, participants assimilated statistical information with 
existing ideas about how life should or would be lived and how much time they 
had to live it. As the young people tried to understand the personal relevance of 
their prognoses and the statistics provided by clinicians (or sourced from 
elsewhere, particularly the internet), further questions arose. The lack of support 
or assistance in translating survival statistics into the context of everyday living 
was evident. Indeed, few tools exist to bridge the cultural divide between 
biomedical discourse and everyday language. Thus the challenge of negotiating 
the language of evidence-based medicine in relation to uncertain futures was 
ongoing and the resulting interpretations had significant practical implications. 
Attempts to translate dominant medical discourse into everyday life are 
exemplified by the following statements: “If 60% of young people survive at 5 
years, how do I know if I will be one of the 40%? What can I do in my everyday 
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life to affect the outcome? If cure can only be pronounced after 10 years, can I 
commit to a relationship before then? Do I want to spend the next 3 years of my 
life at school if that’s all the time I have left?” The following quotation 
exemplifies the tension between perceived life expectancy and the practicalities 
of everyday decision-making. 
If I spend all my money renovating the bathroom, that's all of my money 
spent renovating the bathroom and although I can appreciate it and I can 
live in it, how long am I going to live and how long am I going to enjoy 
it? And then if I renovate my bathroom and I die in two years time, then I 
didn't go overseas, I renovated my bathroom, so what do I choose? 
(Charlee, AU, 3yrs post-Dx, HL) 
Following treatment, time was monitored between check-ups, scans, and other 
appointments and the “magic five-year mark” (as it was frequently referred to) 
featured prominently in participant stories. In many cancer categories, clinicians 
cite the five-year event-free survival rate as a time when the chance of recurrence 
has significantly diminished. The five-year survival rate refers to the percentage 
of patients who live at least five years after their cancer is diagnosed. For many 
of the cancers AYA experience such as haematological malignancies, sarcomas 
and thyroid cancer, this percentage is relatively high (Australian Institute of 
Health and Welfare, 2011). Again, the use of survival statistics highlights the 
medical management and language-dependency in communicating future 
uncertainties. But resistance in accepting dominant biomedical discourse and 
scepticism regarding the value of such figures resonated in participant stories.  
He [the doctor] didn’t use the word "remission". I remember him saying 
things like "all clear". It was ridiculous saying one day you’re alright 
and the next day you’re not, one day there’s the possibility it will come 
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back and the next day it won’t, after say five years. (Patrick, EN, 8yrs 
post-Dx, HL) 
Critically, the everyday activities and decision-making processes of young 
survivors were influenced by how the “magic five-year mark” was negotiated and 
this varied across participant accounts. The medical uncertainty implicitly 
accompanying statistical information meant that the young survivors had 
difficulties in imagining future life and a reluctance to do so. The following 
quotations highlight how the medical terminology used to communicate 
prognosis impacted the way young people negotiated the five years directly 
following treatment. 
I think it got made such a big deal, it’s like five years, that’s the magic 
number, five years out and that’s when you’re on the home straight and 
you’re done. So to be honest I didn’t start getting back to what I was 
really like until literally the five years. I had two really close friends 
during chemo who both had Ewing’s Sarcoma… and both had 
recurrences and died. So I was kind of waiting for mine to come back. 
(Jessica, EN, 8 yrs post-Dx, EWS) 
I’ve always seen it as when you hit five years, you’re good to go. You’re 
back in the ball game of everyone else, back in the pecking order. (Lala, 
AU, 7yrs post-Dx, APL) 
Furthermore, statistical information challenged beliefs about life expectancy. As 
exemplified by the following statement, previously held beliefs about future time 
had been replaced by the pervasive knowledge that life may change at any 
moment. 
Everything’s going really quite well at the moment. Sometimes it’s quite 
hard to believe that things are going well and you expect bad things to 
happen, like "it can’t be going this well. There must be something around 
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the corner". I’m always on this plateau of being scared to be too happy in 
case something bad happens. (Steve, EN, 12yrs post-Dx, HL) 
As survivorship continued, the shift in the reckoning of time applied not only to 
health status, but also to other aspects of life. New life philosophies subsequently 
developed, espousing the idea that “anything can happen at any time, only the 
present is certain”. Patrick’s experience demonstrates that the concept of 
mortality and temporal restructuring had been irrevocably assimilated into the 
cognitive reasoning applied in day-to-day life4.  
The thing that’s difficult for me, because even now I’ve potentially got my 
future career ahead of me, doing medicine. I don’t see myself, not that I 
think I’m going to get Hodgkin’s again, I still don’t think about the future 
that much. I still can’t ever see myself actually being a doctor. It’s 
become very short-term, my thinking now. I think it’s very much changed. 
I don’t really think that long-term. Maybe I’m waiting for something to 
happen, even though I’m not sure what it exactly is. (Patrick, EN, 8yrs 
post-Dx, HL) 
As noted, many of the socially constructed life tasks associated with young 
adulthood require future planning and the development of foundations for future 
life, thus impacting the choice of present-time activities and behaviours. Yet 
these tasks are contingent upon conditions of implicit trust actualised in present 
time that the consequences of such actions will come to fruition in the future. 
Goal-setting thus provides a sense of meaning and purpose experienced in 
present time. Giddens (1991) referred to this process as “colonising the future”, 
requiring the individual to reflexively organise life planning in preparation for a 
                                                
 
4 Many participants only realised that their relationships with time had changed during the research interview. 
This realisation was characterised as being epiphanic. Indeed, the social act event of story-telling impacts 
narrative construction; a topic that will be discussed in Chapter 6. 
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course of future actions. Further, Viktor Frankl (2006) argued that in usual 
circumstances, the quality of hope necessary for a meaningful life arises from 
one’s future aspirations and goals. But when future existence is uncertain, 
deformed “time-experiences” necessitate the restructuring of inner time and the 
development of new reasons to live that are not contingent upon future time 
availability (Frankl, 2006, p. 70).  
The process of “colonising the future” is exemplified by the education system as 
constructed in western societies. Documents such as A Skilled Workforce for 
Strong, Sustainable and Balanced Growth: A G20 Training Strategy 
(International Labour Office – Geneva, 2010) imply that young people should be 
encouraged to enrol in educational and vocational institutions to develop the 
skills and knowledge base required for future professions (that will ultimately 
contribute to society), rather than purely for the sake of gaining knowledge. 
According to this model emphasising individual success in relation to societal 
contribution, the future takes on greater importance. But when the future is called 
into question, the personal worth of pursuing institutionalised education and 
training may diminish.  
The study indicates that post-cancer perspectives regarding an uncertain life 
expectancy challenged the value weighting of limiting present-time pleasures for 
the sake of colonising the future. This line of cognitive reasoning influenced day-
to-day decision-making and caused tension between the temporal perspectives 
traditionally espoused in young adulthood and constructs of temporality 
developed in survivorship. Maree illustrated this as she re-evaluated her 
educational pursuits in light of potential time limitations.  
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The thought has crossed my mind that I do not want to spend my last 
years on this earth studying. Even though I really love studying 
psychology, as everyone does if they've picked the subject they like. No 
one loves the assignments, no-one loves the deadlines and the constant 
cloud over your head, like you can't ever just be in the moment because 
you've always got something to do. I don't want to spend my last years on 
earth feeling like that, so maybe that's what's holding me back. Once I 
enrol, I've got maybe three years ahead of me of that and what if I get 
diagnosed at the end, I'll have this Masters Degree and possibly be dying 
whereas if I don't, I can have three years of continuously earning enough 
money to keep doing anything I want to do. At the moment, if somebody 
says "do you want to go to this concert?" I'm free to go to that concert. If 
I want to buy that dress, I buy that dress. If I want to get take-away, I can 
do it. It's hard to want to give that up, given that there could always be a 
time limit. (Maree, AU, 3yrs post-Dx, OSA) 
The same process of re-evaluating and re-locating meaning applied to many 
activities and pursuits in which young people traditionally engage. Indeed, the 
establishment of romantic relationships was problematic for many reasons, but 
particularly in relation to negotiating uncertain futures. Within the five-year time 
frame, the lack of survival (and thus relationship) certainty impacted young 
survivors’ abilities to commit to relationships or confidence to seek out potential 
partners. This concern was articulated by Sherlock.  
When I was out of hospital and for the first five years, I’d emotionally 
developed a bit but I think I was a little bit of a recluse in terms of 
relationships with girlfriends. I suppose deep down in my heart I was 
always worried that I wouldn't live long enough to really form a close 
relationship… I think it took a couple of years for my relationships to 
recover in terms of being able to open up much more. (Sherlock, EN, 
15yrs post-Dx, BL) 
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Concerns about recurrence lessened as time from active treatment to surveillance 
increased, but the knowledge that life may change at any moment remained. 
However, as time since treatment increased, the young survivors applied various 
cognitive processes and practical strategies to assimilate statistical information 
and physical limitations into everyday life. As stated, this process was not linear; 
physical limitations or symptoms, medical appointments and other events such as 
birthdays, often reminded young survivors about the possibility of relapse and/or 
disempowerment regarding the potential for life authorship. This is exemplified 
by Harley and Andrew when they expressed how thoughts about cancer lessened 
the further time since treatment but never entirely dissipated. 
It will always be at the back of your mind and I don’t see how it won’t 
always be there. It fades and fades over time but it will never fade to 
zero. It will always fade to a small percentage of your thoughts, 
depending on the period of time in your life. Ninety-five percent of the 
time it feels like a long time ago. Then there are some days when I’ll be 
reminded of something and I’ll be right back in that chair. (Harley, AU, 
7yrs post-Dx, EWS) 
I found that the longer time goes on, then the less I think about it. I think 
in the early stages I'd think about it, anything that could feel like a 
symptom afterwards, you think "is it, isn’t it?" But I think over time it’s 
been less on my mind so I don’t think about it as frequently. So for me it 
was that distance of the longer it went on the easier it was to deal with, 
the uncertainty, because the longer time goes on the more certain you are 
that it’s less likely to come back. Still you can never say never but you 
feel that it’s less likely. (Andrew, EN, 9yrs post-Dx, HL) 
An acute knowledge of an indeterminate lifespan and perceived lack of control 
over time had practical implications for goal-setting and planning. When asked 
about future plans, participants provided information about short-term 
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aspirations, indicating reluctance in thinking about long-term futures. This 
occurred regardless of the time since diagnosis or disease prognosis. Indeed, a 
viable way of negating the distress, disempowerment and loss of hope that 
accompanied uncertainty about the future was to focus on present-oriented 
activities and short-term goals. By focusing on present-time and immediate 
futures, young survivors were able to move forward through clock time without 
the need to re-imagine future horizons. The following quotations reinforce the 
idea that the temporal constructions characterising “social time” during the period 
of youth had been recalibrated to assimilate new information regarding the 
uncertainty of life expectancy and the lesson that life can change at any moment.  
It was about a year after [treatment] when I realised that I really can't 
see much past a few years ahead of me. I didn't know how to sit down and 
start planning, goals like getting a house or getting involved in a 
romantic relationship, it just all seemed sort of foreign to me again. And 
every decision just became making it there and then. (Noelle, US, 8yrs 
post-Dx, NHL) 
I don’t plan for anything and I’m reluctant to plan. So I’m not that 
forward looking person, but I have a few short-term goals. It’s not a fear 
of the future or a fear of the unknown; it’s recognising the uncertainty 
and recognising the unknown. So not being willing to plan the next five 
or ten years, there’s still those underlying goals that I have been able to 
achieve and I’m happy about that. (Harley, AU, 7yrs post-Dx, EWS) 
It has been argued thus far that young cancer survivors engage in a process of 
temporal recalibration whereby the central tenet is the uncertainty of the future. 
This altered temporal perception impacted decision-making and therefore the 
focus of daily activities and pursuits. Indeed, participants found future 
projections overwhelming, even years after treatment ended. It has been seen that 
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prognostic and statistical information, in conjunction with the disruption to 
expected life trajectories, and the sudden and unexpected confrontation with the 
concept of mortality and personal finitude, challenged young people’s existential 
reasoning, the temporal cohesion of past, present and future and prompted the re-
evaluation of everyday activities and pursuits. This process transcended the 
conventional constructs of narrative continuity and biographical certainty that 
characterise young adulthood, thus prompting the revision of future horizons, 
past belief systems and personal identities.  
Living everyday with an acute perception of existential constraint required a 
different approach to time appropriation. For young survivors, an appreciation of 
the scarcity of time and the knowledge that life may change at any moment was 
experienced in the present. Hope, meaning and purpose could no longer be 
located in future activities and aspirations. However, by applying the strategy of 
taking things day-by-day and not looking too far ahead, previously imagined 
futures did not call for immediate revision. Further, this strategy refocused young 
survivors on what could be conceivably controlled, thus negating the need to 
comprehensively negotiate survival statistics and their long-term implications. 
Participants avoided thinking about the future and expressed a desire to make the 
most of life right now.  
I can't look into the future too far because it's overwhelming and I get 
very unhappy if I think too far in front. For me it's the unknown, it is so 
unknown. Who's to say the cancer isn’t going to travel? They threaten me 
with tumours spreading to my brain, well I can't think about that. No, I 
can't and I refuse to, I don't want to and I like living in the now. (Janelle, 
AU, 5yrs post-Dx, ALL) 
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Hence, the temporal disruption to the presumed life course of youth, and the 
disillusionment and fear associated with future uncertainty, recalibrated the 
temporal perspectives of young survivors to privilege present time and determine 
how life should and could be lived “now”. As such, this shift to present-oriented 
thinking and short-term planning implicated the construction of a sense of 
identity, meaning and purpose in adulthood.  
Living in the knowable present 
An awareness of life’s finitude as the source for the experience of human 
existence in time is characterised by Heidegger’s notion of Sein zum Tode (being 
unto death) (Heidegger, 1962). For Heidegger, the knowledge of our bounded 
existence (by birth and death) gives rise to the meaning, importance and urgency 
of life. Heidegger’s existential framework integrates future time dimensions with 
present existence by proposing that being (lived time) is characterised in relation 
to nothingness (birth and death). Human awareness of life’s finitude permeates 
every moment implicating meaning and action in the present while being future-
orientated. As such, both future horizons and present moments are conceptualised 
in relation to our being unto death. Not only does Heidegger’s temporal 
reckoning endow human existence with meaning, but it also organises, regulates 
and structures daily lives relative to implicit assumptions about future horizons. 
This model of “being unto death” is notable as it bears similarity to the state of 
survivorship whereby an awareness of life’s finitude is experienced in present 
existence, heightening life’s meaning and urgency. However, as unknowable 
futures characterise the state of survivorship, and the prospect of future illness or 
recurrence may be overwhelming, the implication that (past and present) 
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existential horizons orientate present action and meaning is untenable. For the 
young people in this study, the acute knowledge of uncertain futures meant that 
previously imagined future horizons had been destroyed. Further, ruptures in 
assumptive worldviews required past meanings to be reimagined. As such, the 
everyday lives of young adult cancer survivors were not experienced as living 
unto death, but rather, living despite the inevitability of death. Alan’s story 
illustrates how a death defiant attitude framed his everyday life. 
My version of success is just feeling happy and satisfied with what I do. 
But with drive and managed fear. Feel the fear but do it anyway; that’s 
how I live everyday. (Alan, US, 18yrs post-Dx, MED) 
What then does it mean to live everyday with an acute awareness of personal 
finitude? As noted, the more (life) time is perceived to be available, the less that 
present time is ensued with a sense of urgency or weighted value (Adam, 1990)5. 
Conversely, an awareness of life’s inevitable finitude increases the value of now. 
For young survivors, an omnipresent consciousness of mortality transcended the 
passage of “clock time” and necessitated temporal recalibration to the “here and 
now”. Hence, the present was no longer conceived as a point in time on a linear 
scale, but rather, young survivors privileged the present as an absolute value.  
Importantly, it was apparent that present time offered more than a reprieve from 
reimagining the future. The present was known, liveable, and (to some degree) 
controllable; it could therefore be owned. A gradual appreciation of what present 
time could represent for life authorship may not have compensated for the 
shattering of biographical mythologies regarding future time. But it offered 
participants a space where energies could be focused. Recognition of temporal 
                                                
 
5 Interestingly, the relationship between time and value is contrary to the perceived value of most other resources. 
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limitations challenged young survivors to make the most of their time. This is 
exemplified by Marcus’ focus on “experiences and doing things” and the words 
on his tattoo. 
I've embraced my [cancer] experience and use it for good and know it's 
positive that it has had a huge affect on my life. So I’ve embraced it and 
taken it on and used my experience to help others and myself as well. I’m 
focusing on time for myself and the big thing for me is experiences and 
doing things because I don't like sitting at home not doing anything. I like 
to go out and do something, whether I go to the beach, it doesn't have to 
be skydiving or anything crazy, just having those experiences and being 
with people. In 10 years time I'll be 35. But I'm not real good at looking 
into the future. So I'm focusing on doing things now because you're not 
guaranteed to be here at 35. Got a tattoo that says "live for today". 
(Marcus, AU, 3yrs post-Dx, BL) 
To explain the phenomenon of heightened temporal awareness, Frankl (2006) 
used the metaphor of a sculptor hammering away at an unfinished work. An 
awareness of the deadline he (sic) has to complete the sculpture forces him to use 
his time as well as possible and make the most of every moment (Frankl, 2006). 
For participants then, time and energy were expended upon the activities and 
people that were worthwhile uses of (precious) time, while others were 
dismissed. Heightened temporal awareness thus framed the survivorship 
experience, and in line with the views of existentialist thinkers such as Frankl, 
became the catalyst both for needing meaning in life and for developing it. For 
Eva, cancer precipitated a period of greater reflection leading to enhanced 
meaning in life. 
I just think that I’m lucky. More than people who haven’t been through 
something like this. Because it enabled me to look at the world and my 
life in a different way, in a better way. If I hadn’t gone through it, I would 
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have just led a different life, and it wouldn’t have had as much meaning 
to it. I would have focused on things that were irrelevant and that didn’t 
bring me and my family any benefit and that’s the most important thing. I 
would have been focusing on all these things, either friendships or career 
that were not really making me satisfied day to day or didn’t align with 
my beliefs… 
…I think it’s actually been a good thing, especially for me, someone 
who’s been so driven from the day I was born, to really be shook out of 
my boots. And just say, hang on a minute, I know this is the way you’ve 
done it for the last 27 years, but how about thinking about how you’re 
actually going to do it better, and what have you learnt from the last 27 
that you can implement today and start changing so you have fun, you 
enjoy your life, you spend it with people you love. (Eva, AU, 4yrs post-
Dx, ThyCa) 
The study identified three main factors that were deemed to be meaningful after 
cancer. Enhanced meaning developed by engaging in new experiences, helping 
others with similar experiences, and close relationships with family and friends. 
These findings are supported by research exploring meaning-making and cancer 
more broadly (Greenstein & Breitbart, 2000; van der Spek et al., 2013). 
Furthermore, AYA cancer studies (Grinyer, 2009; Lewis et al., 2011) indicate 
that young people perceive that their cancer experiences incited new 
opportunities and experiences.  
In this study, many young survivors acknowledged that although a diagnosis of 
cancer was an unwelcomed event, the experience gave them confidence and 
motivation to pursue activities they may not have otherwise experienced or 
attempted alone. As suggested by the statements below, the underlying rationale 
providing young survivors with confidence to pursue new experiences was that 
nothing could be as difficult as their experiences of cancer. 
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Even though I had lots of people around me during my cancer treatment, 
it’s all you. You’re the one getting the treatment, you’ve got be the one to 
get yourself out of it… So I saw that experience as me. So if I can do that 
on my own, I can do anything by myself. It’s easier to do things on my 
own, knowing what I’ve had. (Lala, AU, 7yrs post-Dx, APL) 
I firmly believe that my illness probably improved my emotional 
confidence but I think also my confidence in terms of my attitude towards 
just trying to do something. That attitude of, well I've had cancer and I've 
overcome that, I might as well just try to do something. So I've done other 
things that I would never have dreamt of doing... I would never have even 
attempted to go to university whereas after having cancer there was 
nothing that was going to stop me going to university. So it's given me a 
lot of confidence. (Patrick, EN, 8yrs post-Dx, HL) 
Hence, post-cancer meanings shaped the way time and energy were appropriated, 
thereby impacting the construction of new narratives. 
Budgeting time 
Recalibrated temporal horizons and uncertain biographies prompted meanings to 
be located in newly understood space/time dimensions. But while the accounts of 
young survivors portrayed a heightened sense of urgency to time appropriation, 
this was actualised in different ways. The realignment of goals, values and 
priorities developed in response to the value placed on “now” and varied 
according to sociocultural conditions, perceived medical prognoses and 
previously held beliefs about biographical trajectories.  
For some participants, the knowledge of life’s finitude and future uncertainty 
manifested as behaviours that espoused hedonistic or sometimes nihilistic 
themes. However, it was apparent that these activities were not enduring. In such 
instances, cognitive reasoning developed along the lines of, “we’re all going to 
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die anyway”. Indeed, if life is indeterminate and all that is certain is the present, 
why not enjoy every moment by engaging in hedonistic activities? Not only did 
such time appropriation accord with recalibrated temporal perspectives, but it 
also enabled survivors to (re)connect with activities commonly associated with 
the period of youth, such as experimentation with drugs and alcohol or other 
risky behaviours (Christie & Viner, 2005). Further, the conscious movement 
away from the gravity of illness towards the “carefree” activities espoused by 
youth culture suggests an underlying motivation to regain an element of 
normalcy, negate trauma, and re-negotiate social positioning beyond an illness 
narrative. The following quotation presents a nihilistic rationale underpinning the 
pursuit of risk-taking activities. 
I'd say if I was a single unattached person, I would probably be taking a 
lot more risks and that sort of stuff. I can definitely see that sort of space 
and I've had times where I've felt like doing different drugs or just getting 
written off for some reason. I don't know if that's related to my treatments 
or anything like that or just, stuff doesn't really matter as much. You do 
just want to make sure you're enjoying life but then sometimes, the 
pressure of just trying to do it all in a short a time frame as possible and 
achieve so many things, you burn out and you just feel like "why am I 
doing all this? What, who's it for?" There's no sort of drive behind it, 
apart from a fear of not being there anymore. (Jim, AU, 10yrs post-Dx, 
ALL) 
Developmental psychology indicates that consequential reasoning capacities are 
not fully formed until age 25 years and thus risk-taking in this age cohort is 
common (Baird & Fugelsang, 2004). Young people often engage in personal 
experimentation by challenging boundaries set by adults, taking risks with health, 
experimenting with drugs and alcohol, and exploring sexual awareness (Morgan 
et al., 2010). Furthermore, recent studies suggest that extreme risk-taking 
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behaviour is prevalent in survivors of AYA cancers (Butow et al., 2010; 
D'Agostino et al., 2011); however, this was not seen in the research6. Indeed, it 
has been noted that there are conflicting data regarding risk-taking in AYA with 
cancer (Albritton & Bleyer, 2003; Yeo & Sawyer, 2009). It is therefore untenable 
to speculate about survivorship experiences not captured during interviews or 
attribute risk-taking behaviours to a cancer diagnosis. But what can be inferred is 
that, regardless of whether behaviours are socially or medically perceived to be 
either life-affirming or detrimental, the common condition informing such 
choices was the process of temporal recalibration that re-located meaning to 
present time.  
It is therefore evident that the underlying philosophy of “life is short” was 
applied to everyday life with a variety of outcomes. Many participants referred to 
this newly acquired philosophy as a catalyst that prompted re-evaluation of 
meaning in the “here and now”. Cultural constructions of ephiphanic cancer 
survival depicted through websites and other social platforms reinforced the 
importance of a positive and empowered approach to survival (e.g. Crazy Sexy 
Cancer, 2014). Indeed, by budgeting time, an active life could be pursued within 
the limited horizons prompted by loss of certainty. However, the heightened 
value of present time increased pressure on its (personally meaningful and 
socially legitimate) usage. As such, everyday decisions were appraised in light of 
three temporally constructed, interrelated inclinations. These were “not wasting 
time” (in the present), “bringing things forward” (events previously imagined to 
be located in future time), and “having no regrets” (regarding future perceptions 
                                                
 
6 As an unavoidable limitation of qualitative studies such as this, voluntary participation may have eliminated a cohort of 
survivors choosing not to engage with their cancer experiences or cancer organisations; some of who may indeed be engaging 
in extreme risk-taking activities associated with the period of youth.  
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of past/present experiences). The following statements exemplify the concept of 
“wasting time”. 
I think life is very short, I think the lesson of trying to say yes instead of 
saying no, to do new things all the time and just try to push yourself. 
You've got to live your life as much as you can and there's no point in 
festering away just doing nothing. I wouldn't say that I'm some sort of 
crazy, active sport guy but I just try to do the things I enjoy and living 
day to day life, I try not to mope around, I try not to waste my life, try not 
to waste my day to day life. I try to do something, try to do things that are 
new and are interesting. (Andrew, EN, 9yrs post-Dx, HL) 
I can get very frustrated if I’m doing something that I think is a waste of 
my time. I’ve walked out of lectures before. Everyone walks out of 
lectures don’t they at university, but I’ve sat there thinking "well I could 
be doing something better with my time now" even if it was watching 
paint dry, because "this is rubbish, this isn’t contributing" so I’ll just 
walk out. (Patrick, EN, 8yrs post-Dx, HL) 
Further, the process of budgeting time involved “bringing things forward”. This 
meant that experiences previously ascribed to the future required re-evaluation, 
and particular activities or events were pursued (in present time) that were 
meaningful post-cancer (and that could be feasibly accomplished given temporal 
or physical limitations). Indeed, many activities perceived to be socially accepted 
rites of passage during adulthood continued to be valued in survivorship. For 
example, pre-cancer assumptions (or “dreams”) about future possibilities of 
marriage, starting a family, overseas travel, buying property or even meeting 
idolised celebrities were reviewed in the context of future uncertainty. Of course, 
the physical consequences of treatment were prohibitive of some experiences, 
especially with regard to impaired fertility. So the actualisation of future events 
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that were realisable in present time gained a sense of urgency. The following 
statement exemplifies the concept of “bringing things forward”. 
I try to do as much as I can and fit things in. I’m like "well let’s just do it, 
if we want to do that, I’m going to do it". Certain holidays and things that 
are on that wish list that you go "I’m going to go there one day, I’m 
going to do that one day", well now it’s like "well let’s do it, let’s just do 
that this year"…   
…While I can get around on my crutches and I can do things and see all 
the sights and it’s not an effort, I want to fit those things in now. I 
probably look at it very differently than I did before. So I suppose I bring 
things forward because it’s like "well why wouldn’t I do it now while I 
can? (Kylie, EN, 17yrs post-Dx, EWS) 
Interwoven with the concepts of “not wasting time” and “bringing things 
forward” was the desire to have “no regrets”. This concept further supports the 
value young survivors placed on appropriating time meaningfully and again was 
perceived to be a motivating force in pursuing an active life. Indeed, one of the 
world’s largest young adult cancer organisations encapsulates this sentiment with 
their motto, “Get Busy Living”7 (Stupid Cancer, 2014). However, tension existed 
between the heightened value of meaningful time and the implicit pressure to live 
according to acceptable personal and social values. The spectrum of issues 
associated with budgeting time is exemplified in the following quotation. It is 
evident that present time appropriation provided meaning, facilitated socially 
desirable life events and yet heightened the urgency and pressure to accomplish 
(in a shortened time frame) that which was deemed of value. 
                                                
 
7 Based in the United States, the non-profit organisation, “Stupid Cancer” is the dominant US healthcare brand of young adult 
cancer. Their motto “Get Busy Living” is the underlying ideology informing their services, national conference and is featured 
on their merchandise. 
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Before I got sick I was more "just go with the flow, there’s always next 
week, I’m only 20, I don’t need to know what I want to do" and now I’m 
just like bam!  I have to do it now. I guess it’s always in the back of your 
mind "what if it comes back". So I keep myself really, really busy and 
within the two years that I’ve been better I’ve bought a house, I’ve gotten 
married, I’ve got another dog, I’ve got a new job, I’ve had a promotion, I 
feel like I’m making up for lost time… 
…I felt like the rug was just pulled out from underneath me but I’m 
totally thankful for it, I wouldn’t change it. My life is so much better for 
it. If I hadn’t have got sick we probably would be still renting, I’d still be 
working a job that I hated and now we own our house, we’re married, I 
work in a job that gives me satisfaction and for a company that I know 
makes a difference to so many lives…  
…But time is just, it’s like a ball and chain. I try to make the most of 
every minute, try to fit as much in as possible. I don’t want to look back 
and have regrets. If for some reason my life isn’t meant to be long, I 
don’t want to look back and go "I should have done that, I should have 
done that", so instead I just do it. (Charlee, AU, 3yrs post-Dx, HL) 
Although the process of budgeting time located meaning and action in the 
present, the converse effect was that young survivors felt “time pressured”. 
Expectations to achieve socially relevant milestones were compounded by the 
uncertainty of how much time was available to accomplish them. Indeed, this 
was a motivating factor to pursue that which was deemed to be meaningful as 
soon as practicable; however, the pressure of perceived time limitations also led 
to a sense of guilt or inadequacy if such intentions went unfulfilled8. Young 
survivors attributed time pressure to being diagnosed at a young age and 
contrasted this to experiences of others. It was perceived that a diagnosis later in 
life provided more time for milestones to be achieved (such as marriage or home 
                                                
 
8 The concept of “guilt” vis-à-vis social expectations and temporal uncertainty is discussed in Chapter 6. 
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ownership). Steve’s experience illustrates the concept of time pressure as 
different from the experiences of others. 
I feel a bit pressured by [time] and to get everything done because I don’t 
know how long I’ve got left. Whereas, generally people don’t really think 
about that, they don’t think about the time that they have left or the 
mortality. Every now and then they face it because a family member gets 
cancer or somebody got killed in a road accident or something like that, 
but it hasn’t really affected them… They’re not living with it, it’s just a 
fleeting moment but then they just get on with life again. So I haven’t 
really lived like that. I feel time pressured to get everything done. (Steve, 
EN, 12yrs post-Dx, HL) 
5.3 Recalibrating temporal perspectives: summary 
Chapter Five has explored the complexity of recalibrating temporal perspectives 
on a personal level. It has been seen that meaning-making in survivorship 
involved navigating uncertain futures, living in the knowable present and 
budgeting time. Although this process has been presented linearly for the sake of 
clarity, each component was negotiated at any stage of the survivorship 
trajectory, with elements oscillating between the foreground and background of 
everyday experience. An appraisal of cancer’s threat occurred at different times 
throughout the survivorship trajectory, reinforced by the physical body as an 
ongoing source of suspicion, in conjunction with the iterative nature of medical 
surveillance. Yet revised temporal structures enabled meaning and purpose to 
develop even amid confusion and uncertainty.  
The re-appropriation of time as explored thus far has focused on the re-
prioritisation of values to determine how meaning was created within new 
temporal horizons and worldviews. But such calculations were not made in 
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isolation from the cultural and historical milieu in which they were located and 
the numerous social worlds the young survivors occupied. The hermeneutic focus 
of the study implies that meaning-making is inevitably shaped by the dominant 
discourses of a particular culture and the experience of time occurs in a social 
world. Indeed, being in the world is also being in the world with others and for 
others (Heidegger, 1962). So for participants, evaluating the worthwhile 
appropriation of present time did not involve value-weighted timely judgements 
of what and who is important to focus on in isolation, but rather the negotiation 
of values and “worthwhile” pursuits amid sociocultural contexts. It was apparent 
that factors such as the ongoing physical limitations and healthcare needs of the 
young survivor, the cultural expectations associated with the period of youth, the 
socially negotiated illness identity, and the social, political and medical practices 
of the country in which he or she resided, synergistically represented a complex 
matrix of challenges that impacted the re-evaluation process and its ability to be 
actualised.  
Furthermore, while temporality may have been apprehended to privilege the 
present moment, time in surrounding society continued according to clock time 
espousing past, present and future constructs. Indeed, disconnection from the 
familiar temporal rhythms of young adulthood reinforced a state of survivorship 
“outside” of youth culture. Existential tensions arose in light of these conflicting 
factors and the relationship between present-focused living and socially 
actualised meaning-making was fraught. On the one hand, in focusing on the 
present, young survivors were freed from having to conceive of, or construct, a 
meaningful future, thus enabling a degree of control over time, rather than being 
controlled by it. On the other hand, socially constructed concepts of temporality 
Chapter 5: Recalibrating Temporal Perspectives 139 
that privilege progress and achievement as well as medically dictated time frames 
such as surveillance testing, follow-up appointments and time-measured 
statistics, conflicted with young survivors’ temporal recalibrations that 
appropriated energy and meaning to present time. As such, a struggle ensued as 
to who or what controls time and therefore the life authorship of the young 
survivor. Chapter Six explores how the processes involved in temporal 
recalibration and meaning-making were negotiated in a social world and what 
this meant for the narrative reconstructions and identity development of young 
survivors. 
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 Creating Meaning Through Narrative Chapter 6:
6.1 Positioning the illness narrative 
During adolescence and young adulthood, individuals define their sense of self in 
relation to others. Their role in this system of relationships is affected by the bio-
psychosocial developmental changes that interact to develop a sense of identity 
(Christie & Viner, 2005). Chapter Three discussed how interactions with self and 
others evolve over time as narratives or “life stories” and inform a continual 
readjustment of identity (Giddens, 1991). Narrative development shapes an 
individual’s understanding of who she or he is at any given time and is 
contingent upon the temporal integrity of past and present contexts and the 
beliefs and meanings assigned to one’s future. According to developmental 
psychology, identity construction requires the development of a meaningful self-
concept wherein the past, present, and future are linked (Erikson, 1995), while 
cultural anthropologist Margaret Mead (1961) asserted that the search for a 
meaningful identity is the major task of young people in modern democratic 
societies. 
It has been argued thus far that beliefs about linear temporal progression, as 
espoused in western culture, were dismantled during an experience of cancer. 
Instead, the temporal framing and social discourse of cancer circumscribed the 
life stories of young survivors. As noted, personal narratives are vehicles for 
making sense of life experiences, but they are conditioned by culture and open to 
supplementation by others’ interpretations and influences (Gergen, 1999). 
Furthermore, life stories connect people to those around them, enabling role-
positioning and identity development in a variety of social contexts. During 
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treatment then, the language and culture of western medicine necessarily 
superseded the dominant discourses of youth that previously shaped young 
people’s narrative development. Hence, the experience of being ensconced within 
medical culture for an indefinite period of time during illness, while 
simultaneously being disconnected from the everyday activities and temporal 
assumptions of broader society, repositioned the narrative development of the 
young patients. Pre-cancer identities did not conform to new meanings generated 
within illness contexts. Hence the development of new life stories and thus 
identities was vital in order to understand self in relation to a social world. The 
challenge of transitioning from illness contexts to broader society is exemplified 
by Marcus’ statement. 
There was this bubble of treatment and hospital and cancer and all this 
other crap going on, in and out of hospital and getting sick all the time, 
and then you finish up treatment and you're just expected to get on with 
life again. I didn't find any rehabilitation type process. You're in that 
bubble at the hospital, you get told what to do, where you're going, when 
you've got to be back there and stuff and then nothing. It's just like the 
big wide world again and it's quite daunting not knowing what to do or 
where to go or know what to do with your time and wanting to do 
something worthwhile rather than just going back to a labouring job and 
not doing much. (Marcus, AU, 3yrs post-Dx, BL) 
Following the surrender to institutionalised medicine that disease (as experienced 
in western societies) necessitates, the survivorship journey called for a resolution 
of tensions between previously held worldviews and new understandings of 
mortality and physical suffering; and the reclaiming and reimagining of personal 
meanings and identities. Stories of such existential reconstructions dominated 
participant accounts. It was apparent that the constraints, challenges, and 
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interrogations imposed by peers, family, the medical system and wider society 
influenced these negotiations. New personal narratives were thus shaped and 
positioned in response to these factors while simultaneously generating and 
reproducing a social discourse of survivorship. But the young people’s post-
cancer temporal perspectives had impacted the process of personal narrative 
development and life stories could no longer be driven by the unidirectional 
familiarity of temporal progression. Hence it was challenging for young people 
no longer engaged in a future-oriented process of “becoming” to determine who 
or what they had become. Indeed, how young adult cancer survivorship was 
defined within society was largely shaped by who owned their stories. 
Assigning authorship 
In healthcare culture, the dominant expectation is that any narrative is a 
movement towards the recovery of good health (Frank, 2013). For treatment 
protocols to be effective, institutionalised medicine demands patient compliance, 
resulting in narrative surrender to a subservient role of patienthood. Indeed, 
victimisation resulting from medical bureaucracy is a recurring theme in illness 
stories (Frank, 2013). People feel especially vulnerable when strangers make 
decisions about their bodies and their healthcare. From a modernist perspective, 
Tallcot Parsons (1951) referred to this delegation of agency by an ill person as 
the “sick role”. According to Parsons, illness responsibility is delegated to 
medical specialists, thus creating a power dynamic that encourages patient 
subservience (Parsons, 1951). In this domain, the medical practitioners’ “stories” 
(about a patient’s disease, treatment, prognosis) are the dominant narratives, 
defining the conditions (and indeed the language) of the illness experience. 
Deference to medical authority is exemplified by the following statement.   
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I said to my doctor at the very beginning of the treatment, "if I don’t get 
this treatment will I die?" And almost without a breath his response was 
"yes". It was one of those moments in life when you just sit up and pay 
attention and you go "give me everything". (Harley, AU, 7yrs post-Dx, 
EWS) 
Despite the discomfort of illness, the positioning and responsibilities of patients 
were therefore clearly delineated within hospital culture and constrained by 
medical protocol. Given these conditions, illness narratives were socially 
legitimised. However, Parsons’ model reflected the hegemonic influence of 
medical science in the 1950s and 1960s (House, 2002) and implied that patients 
voluntarily accept roles of subservience and the accompanying social obligations 
(Frank, 2013). Certainly, adherence to medical regimens required narrative 
surrender in a physical sense. Yet, as has been previously noted in relation to the 
value of statistical information, young patients came to recognise that more was 
involved in the cancer experience than medical stories could tell. The sense that 
the cancer experience was more than just medical intervention was exemplified 
by Liz as she identified that a cancer diagnosis had implications for identity. She 
would “forever” become “one of these people”. 
I remember walking through the hospital, going to clinic and going under 
the oncology sign. I think it was radiation oncology. And just thinking, 
"as soon as I walk under here I’m a cancer patient". There was a really 
strong feeling of "I want to turn around and go the other way". That just 
sticks in my head, it’s a really strong image, just thinking, "this is it, I’m 
forever going to be one of these people". (Liz, AU, 6yrs post-Dx, SCC) 
Following treatment, the young people were left with the personal responsibility 
of generating survivorship narratives and identities that straddled the antithetical 
worlds of both medicine and youth. But although treatment was over, a level of 
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medical intervention extended throughout life and blurred the distinction between 
sickness and wellness. Follow-up appointments with a variety of specialists 
continued to situate them amid illness-based social contexts, thus reinforcing the 
power dynamic experienced during illness. Indeed, “medical colonisation” of 
future selves impacted the ability to socially negotiate identities distinct from 
illness. The evolution of new personal narratives articulated the ongoing tensions 
of negotiating identities that were independent from and yet inclusive of, their 
cancer experiences. The following statement highlights the tension between 
identifying with “everyone else” and having a “life changing” experience. 
I’m just like everyone else but I’ve had an eye-opening experience. It’s 
still a massive part of my life and I always think about it. Because when 
you’ve had something massive happen, it’s life changing. It’s life 
changing in the way it makes you question everything. Your existence. 
Your worth. (Lala, AU, 7yrs post-Dx, APL) 
Hence, this study indicates that while the stories of cancer patients are largely 
generated by the demands of institutionalised medicine, and the stories of 
westernised youth are guided by sequential life transitions and the pursuit of 
future goals, the state of young adult cancer survivorship is a story that has been 
apprehended in the present, with links to both worlds, yet membership in neither. 
Parsons’ “sick role” implies that the patient is responsible only for regaining 
wellness; however in survivorship, the responsibility was to understand what the 
cancer experience meant for the young person’s life. The rupture in beliefs and 
meanings assigned to young survivors’ futures, as well as the dislocation from 
past identities, disrupted the temporal cohesion characterising the familiar 
narratives of youth; stories that usually enable young people to make sense of 
their lives and provide a sense of connectedness to those of a similar age. A 
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medically determined path of defeating cancer was clearly delineated during 
treatment, thus creating a dominant “restitution narrative” for a defined period of 
time (Frank, 2013, p. XIV). The narrative conclusion was the recovery of good 
health, or at least, the elimination of illness.  
The biomedical model traditionally regarded illness as simply a deviation from 
the normalcy of being well. Indeed, Parsons’ “sick role” points to the dichotomy 
between sick and well. During the twentieth century, the concept of health was 
defined and largely accepted in terms of the lack of disease or observable 
symptoms, signs or problems (Boruchovitch & Mednick, 2002). This was based 
on the biomedical practice of measuring health and disease according to objective 
and observable phenomena. But it was apparent in participant accounts that the 
implicit dichotomy framing the concepts of illness and wellness was socially 
current. This meant that in survivorship, the period of illness was perceived to be 
“over” and so the young person could “return to normal”. Participant accounts 
indicated that for those involved in their illness trajectories, the temporal 
progression of the restitution narrative had reached a satisfying conclusion (if 
pronounced disease free). As such, the assumption (by friends, family and indeed 
by patients themselves) was that after cancer, coherent narrative development 
could incorporate and subsequently cast aside the illness experience. But the 
young people soon realised that the illness experience and accompanying lessons 
had forever impinged upon the “normalcy” of pre-cancer life.  
In contrast to the treatment period whereby specialists, family and friends 
focused solely on driving the restitution narrative, participants recollected a lack 
of social support to assist in the creation of new post-cancer narratives. During 
treatment, the temporal rhythms and sequencing of treatment had superseded the 
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temporal integrity of youth. Upon its cessation, however, neither narrative plot 
applied and young people were left without direction or purpose. Stacey (1997) 
portrayed this lack of a script for a complete resolution to a cancer experience as 
an experience of disturbance of temporality and self-perception. The young 
survivors described this period as being alone and lost in time and space, not 
knowing who they were and what this new way of being in the world would 
involve. Accordingly, the quest to create new narratives and claim life authorship 
developed a sense of urgency in order to define self and place in an unfamiliar 
world.  
While the period following treatment was uncertain and unfamiliar, the absence 
of narrative provided an opportunity for transformation. Indeed, cancer survival 
has been described as a process of “biographical revisioning” that “requires and 
inspires the telling of a reflexive, transformative illness story” in which survivors 
make sense of their cancer experience (Drew, 2003, p. 184). Chapter Five 
explored how recalibrated temporal perspectives enabled meaning and purpose to 
be found in the present. Accordingly, young survivors budgeted present time by 
reprioritising values and priorities. This was a considered act of reclaiming a 
sense of control despite the uncertainty of the future, and required taken-for-
granted narrative pathways to be rewritten. However, in the quest to enact 
significant personal changes following illness, more was needed than reflexive 
reasoning.  
The sudden removal from the temporal integrity of, on the one hand, broader 
society and on the other, the treatment trajectory, created a narrative void. Not 
only did life priorities and philosophies require reinterpretation but also, this 
occurred in negotiation with sociocultural conventions. The reciprocal 
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relationship between self and society meant that participants’ post-cancer 
perspectives (discussed in Chapter Five) were continually being developed and 
transformed in relation to others. As such, the process of generating post-cancer 
narratives was socially conditioned and contextually sustained or discarded.  
The role of language provided the cultural resources that either enabled or 
obscured the development of particular survivorship narratives. Participants 
perceived there to be a myriad of social expectations regarding how they should 
behave and fashion their stories of survival. The belief that they would “return to 
normal” dominated this rhetoric. Further, perceived social characterisations of 
“the cancer survivor” identity impacted efforts to live authentically, freed from 
the judgement of others. Alan articulated one such social depiction of “the cancer 
survivor”. 
I was afraid to tell people I had been sick, like they would be scared of 
me and judge me and not want to go near me. Back then, cancer 
survivors were pariahs and people thought you could catch cancer and 
you were radioactive. You were a reminder of their own mortality. (Alan, 
US, 18yrs post-Dx, MED) 
As a distinct clinical entity, the concept of the “cancer survivor” has recently 
developed in biomedical culture and in broader society and has consequently 
received considerable media attention (Bell, 2012). Hence socially constructed 
metaphors of survivorship are now common in the public domain. As discussed 
in Chapter Two, stories of survival situate those who have “defeated” cancer in 
positions of prominence as “heroes”. The very nature of media coverage as 
sensationalism means that cancer “success” stories are simplified for public 
consumption. Countless stories have been written from the perspectives of cancer 
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survivors in a quest to make sense of illness and share experiences with other 
patients (Stacey, 1997). Cancer stories in the public domain depict inspirational 
characters that have overcome adversity, defied death and so must hold special 
insights into life. Not only do such stories of defeating the (cancer) enemy 
provide a sense of hope to others, but also narrative closure means that social 
conventions have been upheld. Indeed, a familiar and socially acceptable (cancer) 
narrative is one that has a distinct beginning and end. The story is particularly 
appealing (and marketable) if good has triumphed over evil. The frequent 
employment of military metaphors reinforces this dichotomy (Willig, 2011).  
Although cancer experiences of young people are rarely portrayed, such stories of 
conquest have largely defined the social rhetoric of survivorship. This is 
demonstrated by a simple search on an internet browser with the words “cancer 
survivor stories”. So for the participants, narratives of heroic survival were 
readily available to fill the narrative void. Cancer had been defeated and they had 
prevailed, thus fulfilling the requirements of the heroic narrative. However, 
cancer survivorship is an ongoing experience, apprehended in the present yet 
bracketed by diagnosis and death. Hence, stories of heroism featuring happy (or 
any) endings did not resonate with the challenges experienced by this group. 
Such stories did, on the other hand, fulfil a social role of providing closure to 
others. This is illustrated by Lynn as she reflected upon the way she tells her 
cancer story. 
It's interesting because in discussions about my cancer, people would say 
at the very end "so how are you doing now?" and I would always say 
"I've been in remission since blah blah blah" and this is the way I have to 
sum up. It's like the end of narrative, it's like a clear story book ending to 
the cancer story… They don't really want to sit there and listen to how 
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you're really doing now, they want one sentence about "did you get 
cured" because there's so much negative stuff about cancer. Maybe they 
want to have a positive thing to hold on to because of their own fear of 
mortality. (Lynn, US, 4yrs post-Dx, HL) 
Indeed, story-telling enabled personal experiences to be situated within social and 
discursive contexts. The act of explaining illness helped piece together the 
disparate parts of the cancer journey into a coherent whole that could then be 
compared to other stories. However, socially conformant narratives were often 
contradictory to personal experiences. Private stories, shadowed by fear of 
recurrence or social isolation, did not always feature in publically articulated 
survival narratives, even when the objective of public confession was to highlight 
the issues facing this patient group. Consequently, the concomitant development 
of public and private narratives created the potential for a fragmented sense of 
self. The task then was to mediate the dichotomy between public and private 
narratives and weave a coherent plot line that resonated with new understandings 
and beliefs. 
Public versus private narratives 
I have no quarrel with the notion of survivors, but my first choice as a 
designation is “witness”. Survival does not include any particular 
responsibility other than continuing to survive. Becoming a witness 
assumes a responsibility for telling what happened. The witness offers 
testimony to the truth that is generally unrecognized or suppressed. 
People who tell stories of illness are witnesses, turning illness into moral 
responsibility (Frank, 2013, p. 137).  
As discussed in Chapter Three, the reciprocal relationship between self and 
society meant that both the agency of the individual, and the dominant discourses 
that framed the context within which she or he was situated, generated post-
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cancer narratives. It was apparent that factors such as the current political climate 
of healthcare and available social supports, implicitly and explicitly shaped a 
range of public and private survivorship personas that were embraced, resisted or 
subverted over time. Survivorship story-telling therefore became an act of 
defining self in relation to how cancer as a chronic experience would “fit” into a 
socially negotiated world. As suggested by the above quotation, being positioned 
within dominant discourses specifically associated with a cancer diagnosis 
engendered certain moral obligations.  
For the young survivors, the development of a public identity was deemed to be 
an inescapable post-cancer enterprise. Explaining their cancer stories seemed to 
be a necessary social responsibility, not only to appease others’ curiosity and 
concern, but also to “protect” them from the harsh realities of illness. Participants 
expressed a desire to ease family members’ feelings of helplessness. This finding 
is supported by Grinyer (2007b) who argued that AYAs may feel a greater sense 
of responsibility (than younger patients) for their illnesses and may want to 
protect others. Consequently, the young survivors felt obliged to set the tone of 
social interactions, as it was perceived that others may not know what to say to 
them9. As exemplified by the following quotation, participants observed that 
cancer had altered others’ perceptions of, and responses to, who they were. 
When I was going through treatment and losing my hair, people would 
stop and look and they would think that you were something different to 
what they may have seen in you in the past. People just think that you’re 
automatically this scary, contagious person that they don’t want anything 
to do with… 
                                                
 
9 As the researcher is a survivor of AYA cancer, it is likely that these barriers to understanding decreased during the research 
interviews. 
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…People changed more than I did. They changed around me more than I 
changed around them. I think it’s just that whole alien thing, like they 
just think you’re weird. (Lala, AU, 7yrs post-Dx, APL) 
Strategies were thus employed to pre-emptively manage others’ emotional 
reactions, using culturally legitimate tools such humour, reassurance, or 
positivity. This indicates a desire to “fit” and be accepted in ordinary, everyday 
social contexts. Shared language was thus used to lower barriers to understanding 
and social connectivity. However, participants also articulated the impossibility 
of communicating intense experiences to others, such as pain or fear. Hence, the 
young survivors’ stories represented a perceived duty to both explain and 
constrain illness.  
This was especially true if there were visible signifiers, such as scars or 
amputations. Illness narratives were reinforced not only in response to others’ 
questions about scarring and disfigurements, but also when physical impairments 
necessitated ongoing requests for special allowances or (environmental) 
modifications. Despite this (often unwanted) attention, attempts were made to 
negate illness stereotypes by asserting themselves beyond being “just a patient”. 
This is supported by Grinyer (2007b) who argued that the development of an 
identity that transcended the sole label of cancer patient is paramount for young 
people. The following statement illustrates the challenges involved in asserting 
an identity distinct from cancer, especially when there are physical signifiers. 
Because there is a physical disability, it’s so difficult to know me and not 
know about cancer. I’ve never been able to meet anyone and not say "I 
had cancer". But it’s not because it’s not my choice to tell my story, it’s 
because everyone says, "oh how did you lose your leg?" Sometimes if I 
don’t want to talk about it I‘d be like "oh I had an accident" sort of thing. 
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I’ve tried that a couple of times but I can’t because it’s just not in my 
nature to lie… 
…It’s an interesting thing because I’ve always thought "I am more than 
my cancer" but I think because of the physical side that it’s very difficult 
to split the two. (Kylie, EN, 17yrs post-Dx, EWS) 
In her seminal book, Illness as Metaphor, Susan Sontag argued that the concept 
of cancer differs from other diseases because of the social imagery associated 
with the word “cancer” (Sontag, 1978). As such, cancer imagery is distinct from 
other chronic diseases as it connects to a discourse of incurability, physical 
fragility and death. Indeed, participants expressed awareness of the mythology 
surrounding cancer patients as sickly and degenerate; imagery that starkly 
contrasted with depictions of youth as vivacious and healthy. Consequently, post-
cancer identities developed by negotiating legitimate narratives that were 
explanatory and socially conformant (thus reinforcing the dominant “restitution 
narrative”), yet personally meaningful and resistant to illness stereotypes. 
It was apparent that as time since treatment increased, the young people were 
challenged to determine the importance and place of a public survivorship 
identity when engaging in new relationships, work, and other activities associated 
with adulthood. Many young survivors felt inauthentic if they had not disclosed 
their cancer story, yet the opportunity or requirement to do so was not always 
apparent. As such, cancer disclosure became a moral concern inciting thoughts 
about how, when, and indeed whether to disclose medical information. As 
illustrated by Stephan, disclosure was particularly problematic in romantic 
contexts. 
It’s a major concern dating-wise. So a lot of times in dating it's not 
something I bring up unless I think that the relationship is going 
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somewhere and then I do at that point, but it's hard. When do you tell 
somebody because you don't want to wait too long, but you don't want to 
tell them too early and scare somebody off either. (Stephan, US, 4yrs 
post-Dx, CML)  
Conversely, many young people were uncomfortable with being associated with 
cancer. In such instances, managing others’ reactions and sympathy was 
perceived to be burdensome and impinged upon time and ability to focus on non-
cancer related pursuits. Further, some young people did not consider themselves 
to be worthy of the credit accompanying the survivor identity. It was perceived 
that cancer had been an enforced experience, endured out of necessity rather than 
heroism or bravery. Indeed, research suggests that survivors may avoid certain 
social interactions that require identification with illness, as they felt stigmatised 
and just wanted to “blend in” (Wray et al., 2007; Zebrack & Isaacson, 2012). The 
following quotation exemplifies the challenges of cancer disclosure. Sophie’s 
social interactions were impacted by both personal responsibility to disclose her 
cancer experience and confusion as to how to do so.  
I had a couple of friends who were at university quite nearby. They would 
come back and would invite me to go out and I would say yes that I 
would go. Then it would get near to the time and I would say, for one 
reason or another, I couldn’t go and it was largely just because I was 
just frightened. I couldn’t do small talk. I didn’t really know what to say 
and at that time I felt like I was almost lying to people, as soon as 
meeting them, if I hadn’t told them that I’d had cancer. (Sophie, EN, 
11yrs post-Dx, NHL) 
Decisions regarding whether or not to create and subsequently maintain public 
proclamations of an illness identity varied across participant accounts and over 
time, indicating that the epistemological stance towards a cancer experience 
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shifted as the survival trajectory continued. The outcome was influenced by how 
survivorship was conceptualised in society. While cultural variations are 
discussed further in Chapter Seven, it was seen that three dominant, but not 
mutually exclusive, public narratives evolved. For the purposes of identification, 
they have been named as follows: “the success story”, “the advocate”, and “the 
helper”10. Over time, such publically articulated roles were either discarded or 
further developed so that personal experiences evolved into career trajectories. 
Paradoxically, however, public narratives served to both isolate and empower. 
While enabling their illness experiences to be incorporated into broader, non-
illness related social contexts, publically developed identities often contrasted 
with the private everyday experiences of the young cancer survivors.  
The Success Story 
Despite resistance to cancer stereotypes, a desire to return to a state of social 
acceptability meant that publically articulated cancer testimonies did not deviate 
too far from the social conventions espoused by a westernised “death-defying 
culture” (Kearl, 1989). The language used by clinicians and carers during 
treatment, as portrayed though participant stories, reinforced the restitution 
narrative of recovering good health. It was apparent that signs of positivity, 
physical improvement or disease regression were met with encouragement and 
approval. It is likely that such language of support was used to boost patient (and 
family) morale and in so doing, advance the treatment trajectory.  
But for many months and even years after treatment, supportive language 
continued to be used during the young survivors’ hospital appointments and by 
                                                
 
10 Of course, theoretical constructs are designed to explore empirical tendencies, whereas actual narratives represented a mixture 
of these roles. 
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others who learnt about the cancer story. Comments such as “you look so well” 
and “you’re such an inspiration” frequently punctuated post-cancer interactions 
with others. In response, young survivors perceived there to be a social 
expectation to look well and be inspirational, regardless of how they actually felt. 
This suggests that a feedback loop evolved whereby young people assumed a 
“brave face” in order to confront society and were acknowledged accordingly, 
thus reinforcing the acceptability of a positive persona. As a result, post-cancer 
narrative development not only involved the provision of closure to the illness 
story for the benefit of others, but also the personification of successfully 
recovered health, as illustrated by the following statement. 
I was like "okay, got to keep that brave face on in front of everyone" but 
I’d still have those bad days, not necessarily because I was thinking of 
cancer and thinking of the worst case, but just because I felt so horrible 
and also felt so isolated… When I was on my own that’s when I'd have 
my down days, take myself right down, get upset, to bring myself back up. 
It’s almost like self-coping; cry your eyes out, get it out of your system 
and then say "right, pull yourself together, get it sorted" and on I'd go 
again. So then I could put on that coping in front of everyone else. (Kylie, 
EN, 17yrs post-Dx, EWS) 
As argued in Chapter Three, the meanings and experiences of cancer survivorship 
necessarily occur within specific sociohistorical and cultural contexts. Willig 
(2011) proposed that the influence of corporate forces and the political economy 
mediates cancer experiences by creating particular social and cultural conditions 
of cancer. In this study, the medical institutions and organisations that young 
survivors were involved with were instrumental in reinforcing a post-cancer 
success story narrative in the public domain. Unlike harsher depictions of cancer, 
Chapter 6: Creating Meaning Through Narrative 157 
the young survivors’ stories could be utilised as a resource by hospitals, 
fundraising organisations and broader healthcare communities.  
Participant stories of survival thus represented publically palatable cancer 
imagery by playing on concepts of youth, hope and triumph. In so doing, western 
media standards that glorify youth were upheld and reproduced. Indeed, 
sensationalist stories of how young survivors had been saved by new medical 
breakthroughs and outstanding clinical care served to appeal to a community 
consciousness about the importance of healthcare and biomedical research. 
Marketing “successful survivorship” (Drew, 2003, p. 182) to raise funds and 
awareness thus advanced the pecuniary interests of institutionalised medicine and 
other health-related organisations11. As noted by Sulik (2013), the positive 
ideologies of celebration and triumph portrayed by public survival stories have made 
survivorship a multibillion-dollar industry.  
Success stories, therefore, served to benefit both healthcare systems and in the 
short-term, survivors. Indeed, the narrative closure associated with “defeating 
cancer” was socially desirable and rewarded. Publically articulated (and 
temporally progressive) patient to survivor stories provided plot lines that 
enabled young survivors to reclaim a sense of social currency and role 
positioning. As such, success stories continued to acknowledge the illness 
experience and yet were acceptably positioned in the context of everyday society. 
The development of a public survivor identity also provided opportunities for 
(future) role development as inspirational and/or “useful” members of society. 
                                                
 
11 The concept of public survival as experienced in the three countries is discussed in Chapter 7. 
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This social position further reinforced the implicit cultural imperative associated 
with a cancer diagnosis to “think and act positively” (Willig, 2011).  
There was variation regarding the extent to which socially constructed narratives 
evolved into the generation of prominent figures in public life, but most 
participants had experienced some degree of public recognition. The young 
people referred to instances when their stories of survival had featured in various 
public forums from the community level to the international level. Indeed, 
terminology such as “cancerlebrity”12 has been coined in reference to notable 
cases where survivors held publically acknowledged, and indeed, exalted 
positions of prominence. But of course, the concept of celebrity suggests that the 
young cancer survivors were exceptional, thus reinforcing an experience of being 
different from others. 
The Advocate 
As discussed in Chapter Two, a cancer experience during the critical stage of 
entry into adulthood may significantly disrupt education and career progression. 
At diagnosis, many participants had not yet ventured into the workforce, and 
those who had initiated a career path often realised that their chosen direction no 
longer resonated with post-cancer perspectives and life philosophies. Indeed, 
unlike older adults who may have already created livelihoods through work and 
family, young people had yet to claim authorship of their lives. For a short time, 
the aforementioned “success story” identity provided social positioning and a 
sense of purpose; indeed, the public portrayal of the survival narrative was an 
approved (and “earned”) vocation. However, the success story narrative was 
                                                
 
12 “Cancerlebrity” refers to celebrity status that has developed as a result of a cancer experience. It is a label that many young 
adult cancer survivors proudly claim, most notably in the United States. This will be discussed further in Chapter 7. 
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time-limited and restrictive. Accordingly, subsequent paths were fashioned that 
either incorporated or moved beyond a cancer discourse. The young survivors 
increasingly adopted the responsibilities of patient advocacy in the current 
healthcare climate, and for some, this generated career paths. 
The field of AYA oncology, as noted in Chapter One, has only been 
internationally recognised as a distinct discipline in the past few decades. Even 
more recent is the acknowledgement of cancer as a chronic condition requiring 
the development of survivorship care policies. As such, the initiation of age-
appropriate policy and clinical guidelines for the care of young adult survivors is 
becoming a focus of national healthcare systems and the broader oncology 
community. Furthermore, the importance of engaging consumers in healthcare 
discussions is increasingly highlighted and sanctioned accordingly. This is 
demonstrated by such documents as the National Framework for Consumer 
Involvement in Cancer Control (Cancer Australia & Cancer Voices Australia, 
2011). For this reason, it is not uncommon for young survivors’ input to be 
requested at healthcare committees and oncology forums.  
For many, public speaking roles accompanied the “success story” narrative. 
Young people were invited to present their experiences at various events 
associated with medical institutions or non-governmental organisations, in order 
to provide insight into the AYA cancer experience. Whether or not the opinions 
of young survivors influenced subsequent policy decision-making is outside the 
scope of this study. It was the request for, and social positioning of, “expert 
patient” knowledge that enabled new “advocate” narratives to develop and 
flourish. Unlike the illness period wherein dominant biomedical discourses 
demanded narrative surrender, the young survivors perceived that they had 
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developed special knowledge from their cancer experiences. By drawing on 
knowledge and experience, involvement in advocacy activities unlocked the 
potential to assume empowered and meaningful positions in familiar healthcare 
contexts. Not only did specialised positioning in healthcare forums enable the 
generation of purposeful narratives, but it also hinted at the possibility that the 
cancer experience happened “for a reason”. The following statement highlights 
how the moral responsibility implicitly associated with surviving cancer 
engendered advocacy positions that provided motivation, meaning and purpose. 
For the first time I knew exactly what I wanted to do and I knew exactly 
what I had to do. Before cancer, I used to dream of a life but I did 
nothing… I always felt lost in my life and when my treatment was over, I 
had a purpose in my life for the first time…  
…I've spent the last six years fighting, fighting, fighting and you know 
what it feels like to be at a convention and have this major guy from 
American Cancer Society who sets the standards who I fight with, like 
every year. And I go to Washington to advocate, like three times a year. 
And I now teach it, I teach advocacy now every September. And it's like, I 
used to dream of a life and now I get an idea and I do it. (Natalie, US, 
11yrs post-Dx, CRC) 
Indeed, young survivors were in a unique position to make a difference to the 
lives of others and this opportunity provided meaningful context to the illness 
experience. However, despite the acknowledgment by some health professionals 
that AYA would like to be part of a two-way dialogue and no longer considered 
as passive “subjects” (Sender, 2014), opportunities for such advocacy enterprises 
continue to be dominated by medical discourse. This derives from the 
hierarchical division of labour inherent to biomedical culture (Gaines & Davis 
Floyd, 2004) with the patient positioned as subservient to medical authority. So 
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while the desire to create positive change for others provided a sense of purpose, 
the culture of medicine governed the way in which opinions could be fashioned 
and identities could be positioned.  
Hence, the role of young adult advocates within such forums was empowering, 
but it was also isolating. As advocates situated in medical contexts, young 
survivors maintained the identity of the “other”; not relating to the social 
activities of peers, and while frequently occupying the same space as health 
professionals, not considered part of the biomedical fraternity. This suggests that 
attempts to negotiate an advocate identity as equal partners within healthcare 
contexts were largely transcended by the dominance of medical discourse13. 
Outside medical contexts, however, advocacy narratives found fertile ground. In 
the past few decades, illness survival stories have proliferated and are reproduced 
through social media platforms such as Facebook and blogs. Indeed, social media 
has become the primary context for youth culture’s social and increasingly, 
political interaction. Of course, the advent of the internet approximately 
coincided with the birth of the current AYA generation14. The internet has had a 
revolutionary impact on western culture, enabling instant communication and the 
ability to create online personas. Therefore, a generation of “digitally born” 
survivors, who publicised their stories through social media, could bridge the 
contrasting worlds of illness and contemporary society at the click of a button.  
For some participants, the cancer experience thus became a social (and written) 
act of story-telling witnessed by others, frequently cancer survivors of a similar 
                                                
 
13 Chapter 7 discusses particular healthcare contexts where greater equality occurred between patients and professionals.  
14 The AYA age bracket as defined in this study was born in the 1970s, 80s or 90s. The internet was developed in 1983 and 
gained global popularity in the 1990s. 
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age. At a time where futures were uncertain and careers not yet established, 
online forums provided an opportunity to fill the post-cancer narrative void15. 
Indeed, narrative reconstruction is dependent upon the means for expression, 
namely the availability of culturally legitimate resources. Hence, social media 
provided an ideal platform for young survivors to reclaim their voices as both the 
triumphs and tragedies of a cancer experience could be elucidated and witnessed. 
When people recover their voices, others can speak through that story (Frank, 
2013).  
Through such forums, the constraints of disempowering biomedical discourse 
were challenged and new survivor-driven terminology developed. Furthermore, 
opportunities were identified to resist or subvert the over-simplification that 
typifies “success story” narratives. Through online social activity, young 
survivors could author their own stories and connect with others who had similar 
experiences, regardless of geographical location. As illustrated by Bob, social 
media facilitated a sense of purpose, social connectedness, and provided a way to 
use the special knowledge developed from a personal experience of cancer to 
help others. 
I had all the medical information which was great but I really wanted to 
know about how people deal with this and how did they do, good or bad. 
I found a number of blogs people had made and I was inspired by their 
stories and by the fact that they were so willing to share this to the world. 
So after that I realised, well I now have this journey, what I’m 
experiencing through cancer. I too would like to share my story and 
hopefully help others who now or later might go through the same 
process. Or maybe I can find someone else who also has been through 
                                                
 
15 Increasingly, new technological infrastructure in hospitals provides the opportunity for young people’s entire cancer 
trajectories to be publically portrayed, from diagnosis through survivorship. But this technology was not yet available for the 
majority of participants in the study. 
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this and what were their thoughts and ideas are. So yeah, I was inspired 
by others and that motivated me to be part of the blogosphere and the 
virtual space. Then once I began to do that, then I was more comfortable 
doing other things as well. (Bob, US, 10yrs, post-Dx, HL) 
As represented by this statement, social media encouraged young survivors to 
conceptualise future selves in relation to society and illness. Speech has the 
power to create community and the development of online young adult cancer 
networks encouraged the development of a social survivorship identity. By 
connecting with, and relating to other survivors, cancer experiences could be 
normalised. Collectively, narratives were generated that envisaged how their 
experiences and accumulated knowledge could be used. Furthermore, it is likely 
that the transcendence of physical bodies in the online world served to overcome 
depictions of the cancer patient identity as (physically) impaired. As such, many 
of the young survivors found social media to be empowering and used this space 
to provide both peer support and advocate for young cancer patients. Particularly 
in the United States, politicised young adult cancer movements evolved in 
parallel with social media popularity16.  
Although like-minded communities provided opportunities for communal 
empowerment and understanding, these exclusive groupings also reinforced the 
cultural associations of cancer survivors as “others”, straddling the contrasting 
worlds of youth and illness yet not quite belonging to either. Sontag (1978) 
suggested that we all have dual citizenship of the separate kingdoms of wellness 
and sickness, and at some stage each of us must identify with the illness society. 
However, cancer survivors qualify for neither society and yet are bounded by 
                                                
 
16 While the internet has the ability to transcend borders, the young adult cancer advocacy movement is predominately based in 
the United States. This phenomenon is discussed further in Chapter 7.  
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both. Indeed, the possibility of cancer recurrence and other late effects means 
individuals are trapped between both social states of health and illness (Little et 
al., 1998). Hence, organised survivorship communities existed in a state of 
empowered, yet isolated, enclosure; reinforced both by self-generated 
survivorship rhetoric, as well as the ongoing medical concerns and interventions 
that periodically shifted illness between background and foreground. 
Consequently, stories about young adult cancer survivorship remain largely 
unheard in the broader community. 
The Helper 
As discussed in Chapter Five, an outcome of recalibrating temporal perspectives 
was conceptualising more meaning in life in specific areas. One of the ways in 
which young survivors developed meaning from a cancer experience was by 
focusing on the benefits resulting from their illnesses. Participants indicated that 
personal experiences of illness provided special insights and wisdom into the 
plight of other young patients. They expressed how the experience had promoted 
personal attributes of resilience, empathy, and charity. As illustrated by the 
quotation below, enhanced meaning developed by undertaking helpful or 
supportive activities for the benefit of others affected by cancer.  
I felt stronger by being able to help her because I just knew "gees, like 
I’ve just been through that twice, I should be able to offer you some 
advice. If I don’t have any advice now then I haven’t learnt anything 
really". So it allowed me to reflect as well, which was really good and I 
hadn’t really thought about it too much until we had some of those 
conversations between ourselves. (Eva, AU, 4yrs post-Dx, ThyCa) 
Studies report that helping others is a common outcome of a cancer experience 
during childhood or young adulthood (Karian et al., 1998) and an important 
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source of meaning (Drew, 2003). Indeed, it has been argued that feeling a sense 
of responsibility to others and acting on this may lessen the suffering of an 
individual. Suffering may also enhance an individual’s sense of empathy and the 
desire to help others (Greenstein & Breitbart, 2000). This is supported by the 
well-established “helper therapy principle” which argues the synchronous 
therapeutic value of both giving and receiving support (Riessman, 1965). 
However, engaging in activities that “give back” to the healthcare system has 
been hypothesised as a way of acknowledging the care received during treatment 
(Lewis et al., 2011). While a desire to help others does suggest an element of 
indebtedness, this was not the complete story.  
In this study, the young survivors perceived that the specialised knowledge 
resulting from a cancer experience was unique and potentially useful. 
Furthermore, many reported that the socially isolating nature of their own 
experience prompted the desire to change this situation for future patients. 
Utilising their accumulated knowledge to provide peer support was not only 
perceived to be a socially and personally worthwhile enterprise, but also 
temporally achievable. Indeed, charitable involvement, supporting peers with 
similar experiences, and telling their stories to raise awareness, were all activities 
that required no formal education and therefore could be undertaken in the short-
term. Not only did such activities infuse young survivors’ cancer journeys with 
meaning and purpose, but they also improved the experiences of others. The act 
of helping others thus fulfilled the requirements for a social identity that 
resonated with personal post-cancer life philosophies. Nicole’s story exemplified 
both the personal benefits of helping others and the social and professional 
opportunities such activities could create. 
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We sat there and talked and that completely changed it for her. Helping 
that kid was its own sort of therapy in a way in helping me be more 
accepting of what happened to me. Even though there are still a lot of 
things that I'm still dealing with. You know, being a teenager and you're 
already self conscious with body image and I'm an amputee and kind of 
figuring out that. But as far as being more accepting that it happened, 
it’s like "okay, what can I make of this situation"? And I feel like I have 
and I've seen how it's helped other young ones. And that nurse, she was 
like "this is why, this is what you're meant to do, you're meant to be 
here". (Nicole, US, 7yrs Dx, OSA) 
The “helper” role within cancer organisations was encouraged. Organisations 
such as CanTeen in Australia, Teenage Cancer Trust in the UK and Livestrong in 
the US have developed age-specific support programs that fulfil both the needs of 
young patients to relate to others of a similar age, and also the desire of survivors 
to undertake peer-mentoring roles. Indeed, by incorporating peer-mentoring 
programs into their suite of services, these organisations promoted the career 
development of young survivors into organisational governance structures. Many 
young people volunteered for peer support positions within existing 
organisational infrastructure and subsequently moved into paid employment, 
while others autonomously adopted online peer support survivor identities. 
Hence, in particular healthcare environments, previously traversed “helper” 
pathways provided narrative templates that young survivors could emulate, thus 
expediting the transition from patient to survivor. The following statement 
suggests that peer-mentoring roles were not only invaluable to young people with 
cancer as they provided a precedent for survival, but that they also reinforced the 
social construction of the cancer survivor identity as inspirational. 
What would it have been like to be 22 and to meet a 30 year old who’d 
had cancer? It would have been invaluable, it would have been so 
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invaluable. Survivors are inspirational. Why are they inspirational? 
Because they’re alive. (Alan, US, 18yrs post-Dx, MED) 
Indeed, meanings are consolidated when they are received and coordinated with 
others’ meanings (Collie & Long, 2005). Within shared cancer-related contexts, 
therefore, affinity with others was facilitated and new worldviews could be 
affirmed. The expression “they just get it” featured throughout the young 
people’s stories, suggesting that empathy and understanding could only be 
achieved through age-specific alliances. Indeed, the participants that were 
actively involved in peer networks indicated that friendships extended beyond the 
contexts of illness and that, overall, cancer had produced more positive than 
negative outcomes17. Outside these communities, it was perceived that there was 
a lack of understanding about AYA cancer and survivorship. Even those who had 
involvement with cancer support networks that were disease-targeted but not age-
specific indicated that no one truly understood the unique experiences of this 
demographic. The following statement illustrates the benefits of shared 
experiences and access to a collective identity, specifically for this age cohort. 
I especially love meeting up with other young people and going to any of 
their events and conferences. You can meet somebody who also has had 
cancer at a young age and within five minutes you tell each other your 
life story, there’s that connection. You can have a connection with 
anyone but I think there’s a particular connection there, which is so 
important. (Patrick, EN, 8yrs post-Dx, HL) 
Peer relationships are integral to the identity development of this age group 
(Erikson, 1995) and as identified by Morgan et al. (2010), a significant 
                                                
 
17 Given the nature of recruitment through cancer organisations, the majority of participants were associated with age-specific 
organisations. It is therefore impossible and outside the scope of this study to compare the experiences of those connected to 
other young patients with those that were not. 
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consequence invariably following cancer treatment is isolation from social peer 
groups. Numerous studies highlight the importance of peer support in assisting 
with normalising the experiences of AYA cancer, reducing social isolation and 
developing stable identities (e.g. Grinyer, 2007b; Kumar & Schapira, 2013; 
Rabin et al., 2011; Zebrack & Isaacson, 2012). Yet the quest for normalcy was 
problematic as societal expectations regarding youthful appearances, education or 
career progression and levels of emotional maturity, starkly contrasted with the 
everyday experiences of young survivors. This meant that the more stories young 
people could relate to, the greater the sense of belonging. Indeed for those 
engaged in such communities, it became increasingly inconsequential that their 
social positioning outside of these contexts was constructed as exceptional; as 
“other” (than normal).  
Although “the helper” narrative was aimed at alleviating the social isolation of 
other young patients through empathetic association, the responsibilities of the 
helper extended beyond simpatico. The process of articulating an illness 
experience to provide support and indeed hope meant that the story had to be 
framed accordingly. Certainly, the traumatic nature of illness and treatment 
required acknowledgement, but concurrently, the “success story” narrative was 
employed to inspire and strengthen other young patients. Indeed, the helper 
narrative was crafted in acknowledgment of the social responsibility to be 
consolatory and encouraging. As such, relaying personal experiences to help 
others involved determining which parts of their own cancer story would be of 
benefit and which could be overlooked.  
Over time, publically articulated helper narratives impacted young survivors’ 
recall of their own illness stories and in turn, generated acceptable survivorship 
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rhetoric. Positive and successful cancer experiences were highlighted, while the 
extent of pain, isolation or subsequent survivorship issues was underplayed. As 
argued by Willig (2011), the cultural imperative to “think positively” implies that 
negative experiences of cancer have no social space and so must be denied.  
Ideological constructs that require cancer patients to remain optimistic do not 
allow for expressions of anger, sadness or hopelessness (Willig, 2011). Hence, 
articulating cancer experiences for the purpose of helping others subsequently 
shaped survivorship narratives that focused on the positive aspects of cancer. As 
a result, the more challenging details of the young people’s experiences 
necessarily faded into the background. Over time, these experiences either 
became relatively inconsequential, or of greater concern at a later stage, as 
private realities had not been acknowledged and accordingly addressed.  
For this reason, frequent opportunities to re-tell and thus reinforce public 
narratives (within survivorship communities and in broader social contexts) often 
occurred at the expense of developing coherent private narratives that represented 
the concerns and realities that played out “behind closed doors”. Indeed, the 
social act of story-telling and “comparing notes” generated the way that 
narratives and thus identities developed. As such, the act of helping others shaped 
the publically articulated tone of illness narratives, and consequently implicated 
survivors’ private relationships with their cancer experiences. Alan’s statement 
illustrates how story-telling shaped young survivors’ recollections and thus 
experiences over time. 
I’ve told my story so many times that I start to believe what I say, and I 
don’t know how authentic it is anymore. (Alan, US, 18yrs post-Dx, MED) 
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Arthur Frank claims that “the truth of stories is not only what was experienced, 
but equally what becomes experience in the telling and its reception” (Frank, 
2013, p. 22). Indeed, actively thinking about and shaping the story of their illness 
for others helped the young survivors to further reflect upon what they found to 
be meaningful or pleasurable. The following statement exemplifies how powerful 
story-telling can be in revisioning experience.   
I do look at it and pick out the poignant bits when I tell the story again 
and again and the humorous bits as well because that’s what gets you 
through. I’m always explaining things, like where my friends and I would 
laugh because I packed my hairbrush to go to hospital and I’m like "why 
have I done that, I don’t have any hair"…  
…I would say those things make me think about that rose-tinted side. I 
don’t think about the really horrible times or anything. But in a positive 
way I’ve looked at it and gone "okay, everyone has bad things in their life 
at some point, so let’s pull out the good bits and use those". Because it’s 
the humour and the good bits of a bad time that make you really. (Kylie, 
EN, 17yrs post-Dx, EWS) 
Indeed, this phenomenon was true for all the publically generated narratives. 
Public narratives were fashioned relative to context and thus constructed and 
reproduced portrayals of cancer survivorship that served a greater purpose. 
Hence, the discursive context of the story-telling enterprise generated subsequent 
relationships with the cancer story and an array of socially legitimate positions. 
Dominant cancer survivorship rhetoric also shaped, and indeed privileged, 
particular versions of the survivorship experience.  
For those engaged in advocacy and other political enterprises, the task of 
highlighting deficiencies and envisaging solutions was called for. As such, 
advocacy narratives often focused on the negative aspects of cancer in an effort 
Chapter 6: Creating Meaning Through Narrative 171 
to bring about change, thus impacting young survivors’ relationships with their 
illness experiences. Despite this, positive aspects developed in relation to the 
potential social status accompanying such positions of prominence, as well as the 
benefits of peer affinity. Indeed, the social, and at times professional, positioning 
of the advocate was deemed to be a beneficial outcome of cancer. As such, the 
seemingly negative meanings that young survivors ascribed to cancer or 
survivorship were thus able to impact narrative development and self-concept in 
a positive way. However, blurring between the positive and negative aspects 
meant that oscillation between conflicting perspectives of the disease featured 
throughout participant stories, sometimes from one sentence to the next. 
Therefore the implicit schism between that which was publically articulated and 
privately experienced impacted the ongoing negotiation of socially legitimate yet 
personally meaningful identities. 
6.2 Negotiating conflicting identities 
The previous section explored how post-cancer roles and identities developed in 
social contexts and in doing so, prompted the restoration of narrative cohesion 
within new time/space dimensions. As the quest for normalcy and meaning was 
contingent upon perceived social expectations regarding appearances, education 
or career pursuits, as well as cultural resources and the discourses of illness and 
survivorship, public narratives were constructed to placate, educate or inspire 
those around them. Hence social positioning linked to, but was distinct from, 
illness contexts. While public and private narratives organically evolved in 
response to post-cancer experiences, understandings and contexts, this 
paradoxically generated conflicting versions of self. Critically, this research 
highlights that the way that young survivors negotiated this schism impacted 
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whether or not cancer was predominantly perceived to be a positively 
transformative experience.  
It has been established that cancer in young adulthood has both positive and 
negative outcomes that impact adult lives for many years (Bellizzi et al., 2012). 
Zebrack refers to this as “the two faces of the cancer experience – both the 
elements of desperation and fear, but also of celebration and hope” (Livestrong & 
Institute of Medicine, 2014, p. 15). Further, it has been suggested that cancer 
survivors are challenged to reconcile their ideal “healthy” self-concept with their 
actual experiences of their new or altered physical, emotional, existential or 
social capacity. In turn, distress may occur when they cannot live up to self-
expectations and standards (Zebrack, 2000). This study expands upon these 
assertions by arguing that the ability to regain life authorship, social connectivity 
and narrative cohesion is impacted by whether or not personally meaningful 
narratives can be reconciled with publically generated identities. That is not to 
say that assimilation between the two is necessary, but rather, young survivors’ 
perceptions about whether or not developing identities and roles resonated with 
revised life philosophies impacted the way meaning and purpose evolve 
following a cancer experience. In other words, narratives developed in relation to 
how post-cancer identities would “fit” the conditions of both self and world.  
Participant views varied as to the extent to which post-cancer identities resonated 
with pre-cancer selves and many felt completely disconnected from who they 
were before cancer. Further, many had identified a schism between their post-
cancer public lives and private experiences. However, all participants 
acknowledged that (the experience of) cancer would always be part of their 
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identity. The following statement by Harley provides an example of how cancer 
experiences were reflected upon and positioned in current life. 
Cancer influences your day to day interactions with people. It also 
influences what matters to you. So I’ve made a conscious decision to 
recognise that period of my life by this tattoo… I’ve made a conscious 
decision not to forget it because it’s obviously one of the big moments in 
your life, or maybe the biggest. (Harley, AU, 7yrs post-Dx, EWS) 
Over time, identity reconstruction in survivorship involved the reconciliation of 
pre-cancer with post-cancer narratives, public with private narratives. The ability 
to negotiate this nexus of time and space impacted young survivors’ perceptions 
of, and relationships to, their cancer experiences. Further, a sense of wellbeing 
was associated with the concepts of developing a purposeful life and maintaining 
meaningful relationships with others. Indeed, while narrative reconstruction 
presented the opportunity for positive meaning-making and the development of 
purposeful life direction, it was perceived that there was limited assistance 
available in survivorship to help young people reflect upon revised values and 
meanings and restructure societal concepts. The concepts of empowerment versus 
isolation and guilt versus gratitude were the most prevalent tensions that arose in 
this period. The ongoing challenges associated with negotiating conflicting 
identities in time and space are explored in the following section.  
Empowerment and isolation 
The identities of young survivors developed in negotiation with the 
aforementioned public narratives that privileged “success story”, “advocate” or 
“helper” social positions. Such roles were socially endorsed as morally 
conscientious leadership positions, thus infusing the survivorship trajectory with 
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meaning. They also enabled the development of collective survivorship identities 
through online communities and advocacy groups. Hence, social identification 
with this selection of young survivor typologies was empowering and validating 
in a social world, and subverted illness stereotypes of weakness and frailty. 
Further, a sense of empowerment also resulted from a greater appreciation of life 
and reprioritisation of values. As such, these cumulative aspects of survivorship 
provided a starting point for what many have described as “post-traumatic 
growth” (Calhoun & Tedeschi, 2006). The following statement highlights both 
personal and social aspects of empowerment. 
I'm very content with the life that I have built post-cancer. I'm also at the 
realisation that I'm a completely different person. It's like the old me, the 
one that didn't have cancer, she died and the new me emerged. A more 
positive me. I do work. I'm such a doer. I never complain like I used to. 
Six years since my last treatment, I can say that I am grateful that I got 
cancer. And I know that seems a little crazy, especially when I talk to 
people who are newly diagnosed which is what I live for, things like 
that...  
…I felt so lost and I was like "I know there has to be people out there 
because I cannot simply be the only person young with colon cancer".  
And I went on this journey and I found other people. And I wound up 
joining one of the first colon cancer groups and I started volunteering for 
that… So I also do these nationwide, online chats for people that are 
under 50 and another one that's just for stage 4s. It's like there was 
nothing when I started giving back, there was nothing for young people, 
and now it's everything to me and I am a part of it all. It feels very 
empowering and it feels like I get respect that I never got before…   
…I opened up that door for young people to be taken care of so much 
better because I proved that you can be diagnosed young and late stage 
and survive. So I kind of take it as everything in my life, from the time of 
diagnosis, most especially since post-treatment, has had such an impact 
in the young cancer movement. (Natalie, US, 11yrs post-Dx, CRC) 
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However, like all discursive identity constructions, categorisation can limit and 
constrain narrative development, as well as facilitate social positioning (Willig, 
2011). On the one hand, the development of morally principled social roles re-
instigated order and purpose into everyday life and were deployed as useful 
resources within philanthropic, scientific, biomedical and “new age” cultures. 
Hence, an element of narrative control and authorship could be fashioned despite 
the uncontrollability of future events. But on the other hand, the same language 
and cultural resources that enabled the development of socially appropriate 
narrative reconstructions concurrently reinforced survivorship rhetoric. As such, 
archetypes that were discursively conceptualised and reproduced limited young 
survivors’ abilities to acknowledge particular aspects of their survivorship 
experiences.  
Indeed, outside cancer and/or survivorship contexts (largely reproduced by the 
language of medicine and survival), conditions of cancer survival unique to 
young people had limited discursive space. The cultural resources were either 
unavailable or not promoted. This phenomenon translated into a lack of readily 
available supportive services addressing specific, poorly understood experiences 
of young survivors. Often in isolation, the young survivors negotiated existential 
questions, temporal recalibrations, the impact of physical and fertility limitations, 
the need for ongoing medical interventions, and revised worldviews not espoused 
in youth. Isolation is defined as a feeling of “separation from the world” (Yalom, 
1980) and is experienced as a loss of a sense of belonging. Indeed, numerous 
studies indicate that isolation and alienation are central to the experience of 
survivorship (Peck, 2008). 
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Hence, despite opportunities for temporally progressive and potentially 
empowering narrative development within specific social contexts, many young 
survivors were isolated in the quest to reconcile revised worldviews with pre-
cancer identities and/or societal norms. In particular and as discussed in Chapter 
Five, western society’s focus on achievement and progression contradicted 
survivors’ present-focused temporal orientations. For many participants, the 
expectation espoused in youth to “climb the career ladder” no longer seemed 
viable within new temporal horizons. The revisioning of future-oriented projects 
further dislocated young survivors from the temporal (and indeed capitalist) 
norms prevalent in society. Regardless of whether this was the inherent result of 
physical limitations (e.g. the inability to pursue a previously coveted physically 
demanding vocation), or a re-prioritisation of values (e.g. pursuing a healthy 
lifestyle rather than a “youthful” hedonistic one), young survivors’ life choices 
no longer resonated with that of their peers. Lisa’s story was dominated by the 
conflict between her new life priorities and sociocultural expectations requiring 
her to “join the real world again”.  
I'm trying to evaluate things, become more comfortable with my change 
or priorities. Because although in my head I feel comfortable with it, with 
all the societal pressures and everything, I'm not completely comfortable 
with saying "I'm not pursuing a high powered career anymore". My 
friends aren't exactly understanding. I've had a couple of comments 
"when are you going to join the real world again" and that sort of thing. 
As much as I try to brush that off it's hard because when you meet new 
people the first question is "so what do you do". (Lisa, AU, 3yrs post-Dx, 
BC) 
Developmental theories indicate that during the period of youth, identification 
with peers in similar social systems is critical in the development of social 
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belonging and self-identity (Christie & Viner, 2005). Being socially accepted and 
“fitting in” is a priority (and indeed pursuit) in youth (Erikson, 1995). Therefore, 
even if young survivors had developed a sense of social capital within relevant 
contexts that acknowledged and indeed rewarded survivorship identities, such 
roles and values contrasted with that of their peers. Survivorship in young 
adulthood remained exceptional, compounding the experience of social isolation 
outside of these contexts. The following statement illustrates the challenges of 
not “fitting in” with peer groups. 
I wanted to forget it ever happened and a lot of my friends were the same 
age so they're all still drinking and partying and so I was trying to keep 
up with them but I knew I couldn't. I knew physically I shouldn't be 
drinking and I'm just so tired and I would get really angry because I 
thought, "if I can't do it no-one else should be able to do it". It was weird, 
it was kind of like I was looking for something from everyone. I just didn't 
fit in, didn't have anything in common, it just felt like the cancer had 
really changed me and I just didn't fit. (Abby, AU, 8yrs post-Dx, NHL) 
Participant accounts suggested that while close relationships with others (such as 
family members) were significant sources of meaning following cancer, they 
often felt excluded from their broader social contexts. This was especially true if 
they had made healthy lifestyle choices that deviated from the hedonistic 
activities associated with youth, such as drinking alcohol or partying all night. 
Indeed, research by Schwartz and Parisi (2013) found that, compared with their 
non-cancer affected peers, young cancer patients were more likely to endorse a 
health-related goal. Social isolation was further confounded by physical 
limitations or differing values and was seen to be one of most distressing 
experiences. Indeed, the experience of social isolation heightened at particular 
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stages of the survivorship trajectory and in various social contexts18, not only 
when making life choices that differed from those of their peers, but also when 
various physical limitations impeded upon particular opportunities and 
experiences.  
As survivorship progressed and the possibility of recurrence lessened, the 
requirement to socially and medically negotiate illness no longer dominated 
everyday life. Over time, narrative structures developed to incorporate new 
concepts of self and social positioning that were not contingent upon temporal 
progression. Of critical concern, however, was that particular non-illness related 
milestones characterising “normal” adult trajectories posed new and unexpected 
challenges, further compounding the experience of social isolation. Indeed, these 
challenges were the by-product of disease and treatment, but were only 
encountered in unexceptional, everyday circumstances. These included 
difficulties such as obtaining travel and medical insurance, sexuality and 
relationship concerns, employment and financial issues and negotiating cancer-
related fatigue in the workplace. In particular, as young survivors reached an age 
where parenthood could be considered, the possibility of infertility was a further 
isolating factor. 
Developing sexual identity and reproductive capacity are key developmental 
tasks of this age group (Morgan et al., 2010). Yet, although the clinical 
requirement for fertility preservation in the AYA cancer population has been 
recognised19, the psychosocial impact of potential or actual infertility on social 
                                                
 
18 The experience of social isolation was most notably experienced in Australia and is discussed further in Chapter 7. 
19 It is important to note that clinical implementation of fertility preservation guidelines is lagging, despite acknowledgement of 
the importance of this issue by the research community. Promoting and mandating fertility preservation policy is therefore a 
priority in AYA advocacy. 
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and sexual identity remains poorly understood (Zebrack et al., 2004). Indeed, 
research by Zebrack et al. (2004) found that almost 60% of young adult survivors 
of childhood cancer had reported that they were uncertain about their fertility 
status, and half did not recall discussions about potential reproductive problems 
associated with cancer treatment. This is despite the majority of research 
participants placing a high value on future parenthood. The importance of this 
issue warrants extensive targeted research and thus was not explored in depth in 
this study. However, of note is the complex issue of the uncertainty of future 
infertility that has implications both personally and for partners and family 
members.  
Concerns about fertility featured in the majority of participant accounts20, not 
only in respect to previously imagined futures, but also how this may impact 
relationship development and consequently compound the experience of social 
isolation. This is exemplified by Maree’s statement that highlights how potential 
infertility can impact everyday social situations. 
I had the normal boyfriend issues but I always thought that in the future 
I’d meet the love of my life. I just never thought that I might not meet 
someone. And I know that it's silly to say that now, because I still am only 
25, but I think the knee thing and the fertility thing makes you kind of go, 
okay, now realistically, there is a chance that you might not meet 
someone. The whole knee thing, the scar, limping, right from the get-go, 
has made me feel very unattractive and that was like a light-bulb… 
…I'm like "oh now I am a little bit f'd up, I might not be able to have kids, 
and I have this knee thing". I know Gran says "well you don't want to 
attract someone shallow anyway", but it's like, well if you're standing at a 
bar and you're looking at two girls and one is super-hot and dancing 
                                                
 
20 Some participants had conceived after their cancer experiences, yet still recollected concerns associated with potential 
infertility following treatment. 
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around and says that she plays basketball on weekends and the other one 
is just standing there and saying "oh no I can't really run and don’t touch 
me while I'm having a dance because you might pull me over because I've 
got this big scar on my leg and by the way, I might not be able to have 
kids". I mean, honestly, face value, who are you going to pick? (Maree, 
AU, 3yrs post-Dx, OSA) 
 The depiction of “being infertile” in broader society was perceived as 
problematic, even shameful, especially in relation to the role positioning of 
women. Indeed, culturally normative femininity tends to privilege biological 
motherhood (Loftus & Andriot, 2012). An implicit cultural imperative to bear 
children in western society is exemplified by the fact that the English language 
contains no words or “labels” to identify people who do not have children. The 
only words describing this state have either negative connotations, for example, 
barren or sterile, or describe a deficiency relative to parenthood, for example 
childless or infertile. Hence, the social connotations surrounding infertility 
translated into feelings of being undesirable or inadequate and discouraged young 
survivors from publically discussing this experience. 
Gender differences were apparent in participant stories, possibly because of the 
greater challenge involved in preserving female fertility (Robertson et al., 2005) 
and also in relation to the meaning and significance of fertility associated with 
women’s gendered role as mothers (Loftus & Andriot, 2012). Despite variations, 
however, both sexes expressed considerable concern over how or whether to 
disclose information to friends or partners, and their subsequent reactions. The 
following quotation highlights how the perceived portrayal of infertility in 
society impacted young survivors’ decisions whether to discuss this issue and 
how this concern heightened as they matured. 
Chapter 6: Creating Meaning Through Narrative 181 
So I will be able to have kids, just not my own eggs. So it’d just have to 
be either a donated egg or adoption I guess. But this didn’t get explained 
to me at all until I was at least 17, 18 and I think because when you’re 
quite young you don’t really think about the consequences of not having 
any ovaries. So it didn’t really bother me… 
…Back then, I didn’t really feel much for it. I didn't think, "oh I’m not 
going to be able to have my own child". But I think as you get older, 
when people start talking about "what would you call your kids" and stuff 
and you'd be like "that’s a bit awkward, should I just join in or should I 
not"… 
…If I’m in a relationship obviously I would tell them I had cancer, but 
I’d never ever tell them that I’m infertile. I just think they’ll probably, I 
don’t know. I have this whole perception that they probably won’t like me 
because I can’t have my own child, if that makes sense. It’s a really weird 
perception.  Because obviously it’s not true but it's just that thought like, 
"oh she’s infertile, I don’t really want her anymore". It’s just weird 
thoughts but it’s the truth, that’s how I feel. That’s why I guess I never 
tell them at all, I just don’t. I just ignore that part. (Richie, EN, 7yrs post-
DX, OvCa) 
Hence, potential infertility and premature menopause were not only physiological 
concerns in adulthood, but also psychosocially impacted self-concept and social 
positioning. Societal norms that characterise parenthood as a taken-for-granted 
feature of adulthood had been destroyed or called into question. This further 
fragmented narrative cohesion and required alternate paths to be considered, such 
as adoption, IVF treatment or not becoming a parent at all. As the cultural 
resources available to discuss this issue were lacking, fertility concerns were 
negotiated privately, furthering the schism between the public and private stories 
of young survivors. Consequently, (potential or actual) infertility compounded 
the divide between the experiences and identities of young survivors and others.  
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Guilt and gratitude 
The implicit schism between the public and private narratives of young people 
also developed in relation to the gradual realisation that they had survived a near 
death experience and the gratitude and guilt they felt for doing so. The concept of 
“survivor guilt” is widely documented as an experience whereby cancer survivors 
feel guilty that they survived while others died (Wertich, 2014). This depiction 
suggests that survivors question why they lived when others did not, thus 
impacting the potential for acceptance and reconciliation. While this phenomenon 
featured in participant accounts, guilt was not only experienced in relation to 
other cancer patients, but was also associated with notions of gratitude and 
indebtedness at being given a “second chance”. As a result of (the many faces of) 
guilt, young survivors attributed heightened meanings to particular events or 
activities, thus enabling their survival to be rationalised and a sense of life 
purpose to develop. This is exemplified by Paul’s story. 
I’ve met a lot of people that have died in this hospital the same age as 
me, younger than me. I befriended quite a few people, about four I think, 
and they’ve passed away. They make me feel guilty because I thought 
"I’ve had the same treatment, not the same cancer, but been through the 
same experience and I’m still walking and they’re not and I’m still 
around.” Mum and dad said "you can’t feel guilty for that" but I did. It’s 
the uncontrolled guilt that’s at the back of your mind… 
…[The doctor] said this treatment is going to cost £15,000 and if this 
board of doctors didn’t think it was worth spending on you they wouldn’t. 
Which at the time I was a bit like "God it all comes down to money 
doesn’t it" which it does. That made me feel guilty alone. I thought, well 
what about somebody else… 
…I think this is the reason why I set up this charity event. I raised 
£10,000. So it was really nice doing that. I felt like I could give something 
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back. I could never repay them for what they’ve done, ever, but I feel like 
I can give something back. (Paul, EN, 4yrs post-Dx, PB) 
(The uses of) gratitude and indebtedness 
As noted, young survivors felt a sense of responsibility for their illnesses and a 
desire to protect others from the associated harsh realities. Strategies such as 
humour were employed to generate socially appropriate cancer discourse that 
diluted any gravitas felt. Indeed, participants expressed guilt for subjecting 
family members and others to their illness experiences and negatively impacting 
their lives. In light of this, a social obligation to recover well was identified. 
Further, the cultural imperative to “think and act positively” in the face of illness 
(Willig, 2011) heightened the sense of guilt when this did not eventuate. It was 
perceived that negative thinking might increase the chances of recurrence, 
particularly if personal responsibility had been attributed to their diagnosis. The 
tension between protecting others, recovering well and thinking positively 
infused everyday living with the additional social pressure of “successfully 
surviving”, while the private experiences of fear and loss were rarely 
acknowledged. The following statement illustrates the complexity of survivorship 
guilt and gratitude. 
I can remember feeling elated that I’d finished [treatment] but terrified 
that I was on my own and a bit lost. It’s like having the rug pulled out 
from under you, and I didn’t have a job to go to, I had another year 
before I was due to start uni and I certainly couldn’t have started at that 
point anyway. All my friends had gone away to university or had lives, 
which I was so far away from being like, and feeling quite guilty about 
that. I was happy but feeling quite guilty that I wasn’t as happy as maybe 
I should have been. I think there was quite a lot of pressure to appear to 
be really happy and grateful that I had finished when actually there was 
a lot of fear as well… 
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…I have a lot of guilt around that time in my life where I just feel like the 
things that I was going through affected other people in a negative way. I 
think it’s something that I had to go through, but I don’t like the fact that 
I affected other people, I feel very guilty about that. (Sophie, EN, 11yrs 
post-Dx, NHL) 
Despite the traumatic nature of illness, there was an element of gratitude for the 
clinical care and medical treatment that enabled survival, and conversely guilt, if 
a lack of appreciation for their “second chance” was felt. Although it was 
frequently acknowledged that treatment and care could have been improved, 
especially when late or misdiagnosis gave rise to multiple relapses, the 
perception that they would not be alive without it was explicit. Thus the 
importance of medical research, and indebtedness to it, was a motivator for 
improving the system. This suggests that regardless of how young survivors 
perceived the quality of care, indebtedness to the treating team and family 
members provoked a sense of moral obligation to “give back”. Further, 
responsibility was experienced with regards to how other young patients could 
benefit from their knowledge.  
As previously discussed, the positioning of cancer survival as a useful social 
resource underpinned the cultural imperative to project a persona of (socially 
acceptable) wellness and service to others. Hence, cancer survival narratives 
developed through engagement with activities designed to inspire, educate or 
placate. As such, the act of “surviving successfully” involved the usage of 
experience to benefit others thereby generating rationale as to why they survived 
when others did not. The young survivors were therefore able to move beyond 
personal reflections by applying knowledge into purposeful action. The following 
statement highlights how survivor guilt influenced life purpose and attitude.  
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I lost a lot of good friends. I think that’s the only negative to being 
treated on a teenage cancer ward. You lose friends and you feel guilty. 
You think "why am I here and they’re not". I think being given this 
second chance and losing lots of friends, I feel like I should make the 
most of my life and not moan as much. I try and not let things get me 
down...  
…Then when someone does die you think "actually no, because I should 
be here, because I should be the one saying this should be improved” and 
making a difference and all that. It’s just a topsy-turvy roller coaster. It’s 
hard to deal with isn’t it? (Malcolm, EN, 4yrs post-Dx, PNB) 
This research indicates that despite the challenge of reconciling private 
experiences with publically articulated narratives, the complex tension between 
guilt, indebtedness and gratitude provided fertile ground for infusing cancer 
survival with meaning, purpose and social legitimacy.  
(The pressure of) the “second chance” 
Associated with an experience of indebtedness was the sense that young people 
had been given a second chance at life and thus had to live well. The concept of 
feeling “time pressured” because of possible recurrence was discussed in Chapter 
Five. Further to this was moral responsibility (to the healthcare system, to carers, 
to deceased fellow patients, or to God) to do justice to their second chance at life. 
This was expressed by the participants as being lucky to be alive, not only 
because they may have died, but also because others were not granted a second 
chance at life. As such, the pressure of uncertain life expectancy as well as the 
pressure to survive successfully (to be well and to live well) frequently 
engendered a sense of guilt for not living every day according to perceived social 
and personal expectations. Sophie’s experience illustrates how a “second chance” 
at life was “intertwined” with a sense of guilt.  
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I feel quite a lot of pressure to make the most of what I have because 
other people gave me that opportunity. I think that is quite a lot to carry 
around. So yeah, there’s a huge amount of guilt…  
…I’ve been given that second chance and other people did so much for 
me. They are kind of intertwined and I don’t think you can separate them. 
It’s other people’s input into the fact that I have that second chance, 
that’s where the guilt comes from. (Sophie, EN, 11yrs post-Dx, NHL) 
The experience of being given a second chance at life further impacted young 
people’s perceptions about the meaning of time since diagnosis. The concept of 
living on “borrowed time” featured in participant accounts. This suggests that 
their survival was temporarily taken or “borrowed” from someone else, as 
suggested by the quotation below. 
I lost that other kid, and that was the hardest part and "why am I alive, 
why is he not"? Actually I cheated death four times, okay I went through 
three relapses, I'm still here, and that's not fair. I was feeling like every 
time I was given my life back, I was taking one away from somebody else. 
(Nicole, US, 7yrs Dx, OSA) 
In conclusion, Chapter Six has demonstrated that the ongoing challenges 
associated with what it meant to survive were contextualised by both illness-
based contexts and broader society. This research indicates that post-cancer 
identities evolved through the negotiation between dominant cultural discourses 
and private experiences and reflections. It has been seen that reflections upon 
survival generated conflicting experiences of guilt and gratitude, empowerment 
and isolation. Young survivors were thus challenged to reconcile these tensions 
and translate new insights about meaning in life into socially appropriate action, 
relative to their physical capacity. This process involved finding coherent threads 
between revised personal meanings and social expectations, as well as 
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recalibrating (and socially reconciling) temporal perspectives to focus on 
meaningful, rather than future-oriented goals. The interplay between the 
cognitive, existential and social aspects thereby impacted how meaning, purpose 
and a sense of life authorship evolved. 
Anthropological research indicates that the need to create order after a disruptive 
life event is stronger in cultures that emphasise individualism, such as western 
societies (Becker, 1997). Further, Breaden (1997) argued that the imposition of 
cancer in disrupting the ordinary continuity of time may represent a new 
beginning and reclamation of the future. However, given that revised narrative 
structures privileging the present had developed, it was apparent that a sense of 
purpose rather than order was more salient in survivorship. Maree’s reflections 
exemplify how a cancer experience can be consciously used to facilitate 
purposeful activity and generate socially legitimate role positioning. 
I've got purpose, which I don’t know if would have ever found before. No 
matter what I do now or where I'm at, it sounds weird, but I can always 
fall back on “I had cancer”. I've got this role, you know, I can fundraise, 
I can raise awareness, I can work at starting a group for 25 to 35 year 
olds. I've got this kind of handy box of tricks that I can use, no matter 
how forlorn I feel about my career not going anywhere. I can find 
purpose quite easily from what I've been through that actually means 
something to me… 
…There's other young people who go "oh I just want to do something, 
like I want to go to an orphanage" but they don't even know someone who 
has an orphanage. So how do they really feel connected to that? They're 
searching for a way to be making a difference. I've just got that, really 
easily. I feel like I can reach into my bag of tricks and be giving and be 
making a difference and be of purpose to society. So that’s one way I feel 
really empowered. (Maree, AU, 3yrs post-Dx, OSA) 
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Thus, in line with Frankl’s meaning-making theories (2006), reasons to live that 
were not contingent upon future time developed from purposeful, rather than 
linearly progressive, activities. This shift in perspective enabled focus and 
intentionality towards meaningful goals (Lethborg et al., 2008). Furthermore, it 
promoted coherence that enabled participants to make sense of their cancer 
experiences within revised temporal structures.  
The concepts articulated in participant accounts also reflect the breadth of 
meaning-making, including cognitive, existential and social meanings. This 
further highlights the essential role that social interaction plays in developing 
meaning and self-concept. However, despite similarities in the need for social 
legitimacy and acceptance, the articulation of meaning and purpose in young 
adult survivorship varied in response to the healthcare contexts and cultural 
discourses characterising each of the three countries. Chapter Seven explores 
how survivor self-concept and role positioning developed in relation to culturally 
specific contexts, and concurrently, how sociocultural constructs of young adult 
survivorship are evolving in response.  
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 Reflecting on Culture and Environment Chapter 7:
7.1 Introduction  
The personal and social challenges associated with creating meaning and 
regaining a sense of life authorship have been explored thus far. As argued, 
sociocultural conventions provided the conditions within which young people 
could generate legitimate narratives in survivorship. However, difficulties in 
reconciling revised worldviews and meanings with cultural constructions of 
illness and survivorship often produced conflicting public and private narratives. 
The research findings indicate that the social positioning of young survivors 
evolved in negotiation with the dominant discourses and values of particular 
cultures, including those espoused by youth culture, by western, capitalist 
economies and by the biomedical model. In particular, the monopoly that medical 
discourse has in shaping the way that illness and survivorship are socially 
conceptualised (Stacey, 1997) limited the cultural resources available for young 
people to develop identities distinct from their illness experiences.  
Furthermore, there was a complex set of interactions between traditional 
healthcare models and the distinct survivorship issues experienced by this age 
group. The historical focus of the medical profession during the post-treatment 
period is on cure and the detection of recurrence (Ganz, 2011; Jefford et al., 
2013). This focus remains central to service provision and delivery, thus 
overshadowing and largely ignoring non-medical aspects of cancer survivorship. 
Recent recommendations made by the UK’s National Cancer Survivorship 
Initiative include the requirement for a cultural shift away from a focus on cancer 
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as an acute illness to recovery, health, wellbeing and return to work (National 
Health Service & Macmillan Cancer Support, 2010). Further, reports in the US 
by the Institute of Medicine (IOM) and others have recommended that all 
survivors should be provided with treatment summaries and survivorship care 
plans, along with access to multidisciplinary care (Hewitt et al., 2006; Reuben, 
2004). Despite this, many healthcare funding models reinforce the status quo by 
prioritising traditional methods of follow-up care (Jefford et al., 2013). As a 
result, there continue to be significant barriers to accessing more holistic kinds of 
support for negotiating the myriad of physical, psychosocial, practical and 
existential issues that characterise cancer survivorship.  
As the number of long-term young adult survivors is increasing, so too are the 
number of young adult advocacy movements, organisations and policies. As 
potentially lengthy adult lives may be experienced in a state of survivorship, 
recent AYA movements have asserted the need for more holistic, long-term 
supportive care programs. Within England, the United States and Australia 
alternative mechanisms for support have evolved organically (such as online), 
through legislation, or as a result of patient advocacy. Deviations from traditional 
models of cancer care are thus beginning to impact the way that young adult 
cancer survivorship is conceptualised. 
Chapters Five and Six noted that existential concerns, temporal recalibrations and 
challenges to social positioning were experienced throughout the participant 
cohort, regardless of treatment setting. Nonetheless, differences were seen in the 
way that narratives and identities evolved according to local circumstances. 
Factors that shaped the narrative development of young survivors included the 
political, healthcare, technological, geographical and socioeconomic 
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infrastructure of a given location. Chapter Seven thus highlights the most 
prevalent differences experienced by young cancer survivors in England, the 
United States and Australia. Of course, the cultural nuances of each country are 
numerous despite their similarly westernised, democratic status. Therefore this 
cross-cultural exploration was not exhaustive. Rather, the focus was on points of 
difference in country of residence that featured in participant accounts. By 
highlighting salient experiences specific to the culture and environment of each 
country, the research provides greater insight into how sociocultural conditions, 
including recent AYA healthcare initiatives, shape the survivorship experiences 
of young adults. 
7.2 England  
The last two decades have witnessed significant changes in the healthcare 
conditions for young cancer patients in the United Kingdom. Two systemic 
factors have been instrumental in determining the cancer trajectories of teenagers 
and young adults (TYA), including access to free healthcare and a national 
healthcare policy that recognises their unique psychosocial needs (National 
Institute for Health and Care Excellence, 2005), and the advocacy efforts of the 
Teenage Cancer Trust in driving the TYA cancer movement (Carr et al., 2013). 
Indeed, the partnership between the National Health Service (NHS) and Teenage 
Cancer Trust (TCT) has been pivotal in shaping the young survivors experiences 
in England. National policies that served to define the conditions and 
environments for TYA cancer patients have not only resulted in the development 
of nationwide TYA cancer networks, but over time, have also enabled the 
evolution of youth cancer culture on a social level. Primarily, findings from this 
study indicate that the recent development of age-specific treatment 
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environments has led to the conflicting (and intertwined) experiences of both 
support and loss for this group. 
In 1990, the TCT pioneered dedicated TYA cancer units and by 2005 national 
healthcare policy advocating age-appropriate care had developed (Fern & 
Whelan, 2013). Mandated referral pathways to age-appropriate environments and 
specialised TYA multidisciplinary teams, along with the ongoing development of 
Teenage Cancer Units (TCU) throughout the UK, precipitated a cultural shift in 
the treatment and survivorship experiences of young people. Young people were 
enabled to receive treatment closer to home, alongside peers of a similar age. 
Indeed, the majority of research participants were treated in such settings, while 
the remainder had either received treatment prior to the development of TCUs, or 
were in an older age bracket. A basic description of TCU facilities is provided in 
Chapter One. 
As argued by Morgan et al. (2010), hospital environments have traditionally been 
dominated by features that enable healthcare providers to fulfill their primary 
function of treating illness. This model occurs even in modern facilities 
espousing a “patient-centred” approach. But in recognition of the distinct 
physiological and psychological nature of this age group, the National Institute 
for Clinical Excellence (NICE) publication (2005) provided policy 
recommendations for the organisation and improvement of TYA cancer services. 
A key objective of the NICE guidelines was to provide an age-appropriate 
environment for young cancer patients, while not depreciating the functional 
healthcare requirements essential for optimal cancer care. Indeed, these 
guidelines affirm Teenage Cancer Trust’s core principles, which are that young 
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people “need to be treated together, by teenage cancer experts, in an environment 
tailored for them” (Teenage Cancer Trust, 2014b). The NICE guidelines core 
recommendations are: 
• age appropriate facility provision for patients aged 13-24 years inclusive; 
• all patients aged 16-18 years inclusive should be referred to a Principal Treatment 
Centre for treatment; 
• all patients aged 19-24 years inclusive should be offered choice of referral to a 
Principal Treatment Centre for treatment; 
• all patients aged 16-24 years inclusive should be discussed at both a site-specific 
multi-disciplinary team (MDT) meeting and TYA MDT meeting (National Institute 
for Health and Care Excellence, 2005). 
Given the relative newness of specialised TYA cancer services in the UK, 
systematic evidence of their benefit is yet to be identified (Fern & Whelan, 
2013). However, a recent study by Birch et al. (2014) indicates that although 
there have been significant improvements in some regions, geographical factors 
that impact the admission rate of TYA to age-specialist inpatient care have meant 
that barriers to age-appropriate care remain. Furthermore, regional variation 
exists in the interpretation and implementation of the NICE guidelines, thus 
further compromising service provision and delivery standards (Fern & Whelan, 
2013). But despite the paucity of evidence regarding treatment outcomes, 
receiving treatment alongside peers of a similar age promotes normalcy rather 
than illness, provides a sense of social belonging and thus impacts the 
psychosocial experiences of young people. As such, TCUs facilitate peer group 
interaction. Indeed, England is the only country in this study that has a national 
policy that sanctions the necessary conditions to enable peer support and age-
specific interaction to occur. The following quotation illustrates how the age-
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appropriate environment and culture of a Teenage Cancer Unit shaped young 
people’s treatment experiences. 
Friends that I’ve made through the Teenage Cancer Trust and people 
I’ve made friends with since I’ve been having treatment in here [a 
Teenage Cancer Unit] have been more supportive than friends outside 
because you can relate to them more. I definitely think it’s made all the 
difference…  
…I can remember how scary it was when I first came to the ward. I got 
put in a little cubical and had my lines put in and blood taken and things 
like that. And then I got a tour of the ward and was able to see other 
people watching DVDs, playing on Xbox, Playstation. I had an interest in 
cross-stitching and I was quite crafty. Even when I was 18, I still liked 
doing crafty things. I remember just looking around and seeing people 
doing that I just thought, "it’s not as bad being in here at all"…  
…And there was a pool table. So when my boyfriend came down, I could 
go down and have a game of pool with him. There was a huge TV. There 
was a little football game that you could play. Things that you’d be doing 
at home, you could do here as well and it didn’t feel so strange…   
…In here [the Teenage Cancer Unit] there were tellies, you could wheel 
them to your bed, or you could watch DVDs with other people that were 
in the bay with you. And they had chairs that you could have friends stay, 
or your parents could stay, or your boyfriend could stay, and I think it 
just made all the difference. It would have been totally different it I’d 
been on an adult ward. I was at the age that I probably should have been 
but I was lucky enough to be able to come to the teenage ward. (Bonnie, 
EN, 5yrs post-Dx, EWS) 
The Teenage Cancer Trust has been instrumental in encouraging peer support and 
social interaction in a variety of ways. As well as the development of Teenage 
Cancer Units, TCT holds an annual patient conference, “Find your Sense of 
Tumour”, that aims to bring patients and survivors together for education and 
support (Carr et al., 2013). But further to this has been the publicity resulting 
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from TCT’s marketing and public awareness campaigns and popular music 
concerts. The organisation also delivers education programs in schools, 
universities, and other associations all over the UK, thereby raising general youth 
awareness about AYA cancer. Indeed, the public profile of TCT in shaping youth 
cancer culture and networks, as well as treatment centres dedicated to TYA, 
represent conditions unique to the United Kingdom.  
The research findings indicate that such initiatives have increasingly framed 
TYA cancer and the TCT as publically recognised phenomena. Exploration of 
these conditions through research interviews, tours of the TCUs and discussions 
with healthcare providers and relevant NGOs provided insight into the way that 
young survivors’ meanings and identities developed. Opportunities for 
interaction and reflection also occurred during the International Conference for 
TYA Cancer Medicine in London (see Appendix A). This study thus proposes 
that conditions unique to England engendered the conflicting experiences of 
support and loss. 
Support and loss  
The young people in the study perceived that the experience of being treated 
alongside other young patients had both positive and negative aspects. The 
camaraderie and sense of community was welcomed and strong friendships 
developed during the treatment period continued long into survivorship. Indeed, 
more important than age-appropriate furnishings (such as pool tables and 
computer game consoles) was that treatment and care occurred alongside peers 
with similar medical conditions and physical appearances, while the youth-
friendly environment encouraged non-illness focused peer interaction. Rather 
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than feeling disconnected and isolated, patients were able to interact informally 
with peers, normalise their experiences of illness, and thus develop a sense of 
social belonging. Malcolm’s experience of being treated on a TCU illustrates the 
importance of community. 
Initially I wasn't that impressed I was coming to a teenage ward, I was 
like "really, I'm 21, get a grip" type thing and I was like "no, I don't want 
to come, no way". But it changed my outlook. I think the environment is 
massively important. Well not necessarily the environment, the wards are 
great but this ward is one of the older wards, so this isn’t as funky as 
some of them. So it’s not about how funky it is, it’s about who is here in 
the community. So yes, certain things are very important like tellies etc. 
But really it doesn’t need to have mood lighting and stuff. It’s more about 
having a ward with a few home comforts, not having visiting times and 
stuff, and it’s about the people and the staff…  
…I think it’s people and community, being part of something as opposed 
to a special ward. I think that’s important. (Malcolm, EN, 4yrs post-Dx, 
PNB) 
Enhanced meaning and adjustment processes stemmed from a sense of 
community and belonging. Within the clinical setting, illness experiences were 
normalised through peer group affinity, while the relationships developed during 
this period helped with reintegration into broader society following treatment. 
Although participant accounts indicated that transitioning away from the units 
generated feelings of anxiety associated with partial loss of the safety net of the 
cancer care system, friendships established during treatment provided a bridge 
between the conflicting cultures of hospital and youth.  
Furthermore, TCT convenes an annual patient conference that served to promote 
ongoing support, education and connection with young people from around the 
country. As such, social interaction with other young cancer survivors continued 
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into the post-treatment phase allowing survivorship concerns to be communally 
articulated. In contrast to social interactions in broader society, cancer 
experiences could either be the focus of conversation or entirely ignored, without 
awkward transition between topics or the need to “explain or constrain” illness. 
Indeed, unlike other supportive relationships, it has been reported that cancer 
communities can provide “unconditional acceptance, and information, in contrast 
to isolation, rejection and lack of knowledge experienced outside the group.” 
(Ussher et al., 2006, p. 2573). Accordingly, the requirement within TYA 
communities to conform or legitimise cancer-related narratives for the 
appeasement of a non-illness audience was minimised. Steve articulated this 
experience as having “less of a fortress” to protect him from other people’s 
limited understandings. 
I feel like around other people I have this fortress up around me and it’s 
partly because I believe they can’t understand, they can never understand 
too. I hold this fortress up to not let them in and when I’m around people 
who have been through cancer, it is weakened. I think it’s still there a 
little bit because everyone has had a different experience and I guess you 
test people out when you’re talking to them. But it’s immediately less, 
there is a less of a fortress there, this protective barrier. So it’s just 
feeling a little more easy around somebody. There’s immediately an 
easiness of "this person is slightly more on my level". (Steve, EN, 12yrs 
post-Dx, HL) 
Friendships with other cancer survivors were further generated through social 
and professional roles available within healthcare organisations, through TCT-led 
media, education and advocacy programs, or charity work. Although friendships 
with non-illness affected peers may have continued, there was a perception that 
unparalleled simpatico existed among young survivors, resulting from similarities 
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in cancer and treatment experiences. TYA youth culture was further reinforced 
by the JTV project (formerly jimmyteens.tv), a media initiative whereby young 
patients are given video recording devices to document their experiences and 
share as educational resources via an online video channel21 (see 
jtvcancersupport.com). But in contrast to these forums that promoted common 
understanding, the vernacular of youth had no discursive tools to create a shared 
space for understanding in broader society, thus affecting young survivors’ 
abilities and inclinations to communicate experiences of illness and survival to 
unaffected peers. 
As a result, close-knit TYA networks have proliferated throughout the country, 
reinforcing group identity shaped by both illness and youth. The relevance and 
appeal of such associations were apparent in participant accounts. Hence, the 
public articulations and private reflections of young survivors in England were 
principally shaped by perceptions of belonging through personal relationships 
with other young people affected by cancer. Patrick’s experience exemplifies this 
sense of belonging and peer group affinity, particularly with Teenage Cancer 
Trust. 
All the cancer stuff I’m involved with I absolutely love. I love meeting up 
with the young people who have had cancer. I’ve made some of my best 
friends, even though I didn’t have any age appropriate care at the time. I 
didn’t know the TCT existed until five years after I was treated… It’s a 
fantastic charity and it would have helped me a lot in the sense of making 
up for lost time because I’ve experienced what they have to offer. I’ve 
done work with them and for them as well, like “Find Your Sense of 
Tumour” conference and things. (Patrick, EN, 8yrs post-Dx, HL) 
                                                
 
21 The JTV website contains hundreds of films portraying the experiences of TYA cancer patients and survivors from around 
the UK. The films are created by the young people and are categorised by disease type and region. The JTV project team 
consists mostly of young people who have been affected by cancer. 
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The communal stories of young people not only benefited peers, but they were 
also institutionally acknowledged. As discussed in Chapter Six, testimonials of 
young cancer survivors are useful for charitable, healthcare and research 
communities as they serve as valuable research data, provide the human element 
for fundraising campaigns and can improve service delivery. But as noted, such 
opportunities to be heard fashioned the way in which stories were told. In 
particular, by characterising youth-friendly culture through its marketing and 
events, the Teenage Cancer Trust encouraged strong association with its brand. 
The TCT brand is well known throughout the UK. As well as large scale 
charitable and advocacy work, the organisation holds non-cancer specific events, 
such as popular concerts headlining world famous musicians at Royal Albert Hall 
in London. As such, young cancer survivors’ identification with TCT provided 
the means for social currency to develop, in turn bridging the divide between 
illness and wellness cultures. Furthermore, friendships with other survivors were 
maintained and new connections made through a variety of media, advocacy and 
peer support activities. Many participants were employed by TCT, while other 
participants had pursued opportunities in related fields of work such as nursing, 
medicine, pharmacy and charitable fundraising bodies. These positions 
engendered support and social belonging and reinforced a strong sense of 
personal identification with TCT and with cancer more broadly.  
Working collaboratively with such initiatives fulfilled a sentiment of reciprocity. 
It was perceived that such activities served a purpose of “giving back” to a 
healthcare system that supports young people during treatment. As discussed in 
Chapter Six, the activity of “helping others” attributed meaning and purpose to 
the cancer experience. However, participant accounts featured elements of 
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ambiguity about whether social and professional roles outside of these 
communities should or could be considered. Such sentiments heightened as time 
since treatment increased and illness narratives faded into the background of 
everyday life. Further into survivorship, there appeared to be a revisioning of 
social positioning and a consideration of whether it was necessary or even 
possible to detach from the security of the cancer community at large. The 
quotation below exemplifies this ambiguity. 
I love my job, and I suppose I never would have had my job or met my 
colleagues or any of the Teenage Cancer Trust if [cancer] hadn’t 
happened. I think it’s a great charity and a great project that I work for 
so yeah that’s a massive positive. I do always think "what if", what if 
[cancer] hadn’t happened and I’d gone down the route I originally 
wanted to go down, which is a shame. But I don’t think that’s over yet, I 
think that can be changed, but I’m not really sure. (Jessica, EN, 8yrs 
post-Dx, EWS) 
While the concept of “giving back” was explored in Chapter Six in relation to 
“guilt and gratitude”, it is important to note that in England, the character of 
moral obligation manifested as collaborative (rather than adversarial) 
membership within institutionalised cancer communities. As noted, the 
survivorship experiences of young people in all three countries reflected a moral 
imperative to utilise new knowledge. However, a difference in approach was 
prevalent in England as young advocates appeared to be working with the 
healthcare system rather than against it. This contrasts with the adversarial 
approach undertaken en masse by young survivors in the US, explored later in 
this chapter. Indeed, it is likely that the apparent affinity between TCT and its 
TYA beneficiaries was associated with the organisation’s acceptability within 
youth culture in broader society, as well as its status as a non-profit institution 
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advocating for young people within the NHS. Receiving treatment within 
collegial team environments (such as in TCUs) translated into the perception that 
the interests of young people were prioritised. Furthermore, the governance 
structure of TCT included former patients, while services and resources were 
developed in consultation with patients and survivors from the community. For 
example, discussions at the TYA International Conference revealed that the 
terminology “teenage and young adult cancer” (rather than “adolescent and 
young adult cancer”) was instigated after consultation with young people 
regarding their preferences.   
It could be argued that the desire to “give back” was a consequence of feeling 
indebted to TCT and other organisations for the support provided. However, the 
sense of community initially developed under the auspices of TCT was 
maintained outside of the organisation’s context through other social forums. 
This suggests that indebtedness was not the predominant motivator for young 
people’s ongoing association with the organisation. Rather, the research proposes 
that the young survivors’ work in this and associated fields was driven by an 
implicit desire to develop meaning and significance from purposeful (temporally 
attainable) activities (such as helping others), to establish socially legitimate role 
positioning and to identify with communities of like-minded people. Angel’s 
experience provided insight into the relationship between charitable work and 
social belonging. 
I wouldn’t have met my husband if I hadn’t have had cancer. It sounds 
daft but I met him because I did a charity calendar. It’s one of our local 
charities through our radio station and they do a calendar every year 
and I entered because I do a lot of work for Teenage Cancer Trust. I 
wanted to show support for other charities that I think are really good 
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causes and so I put my name down and entered, got in, so met my 
husband doing that. (Angel, EN, 11yrs post-Dx, OSA) 
Despite the positive consequences of social belonging, participant accounts also 
attested to the negative aspects of ongoing associations with cancer communities. 
Of concern was the inevitability of witnessing peers die from conditions similar 
to their own and the loss and fear associated with this. Regardless of whether 
they had been treated in TCUs, participants acknowledged that this was an 
unavoidable negative aspect of being treated in the units or associating with TYA 
cancer communities. Research by Grinyer (2007b) indicated that young people 
perceive the positive experiences of peer support and age-appropriate care 
experienced in a TCU to largely outweigh the negative impact of witnessing 
peers die. In this study, participant stories often provided such an appraisal of the 
positive versus the negative consequences of receiving treatment in TCUs. For 
Sophie, “one of the few positives” of receiving treatment at an adult facility was 
the limited exposure to peers dying. 
One of the fantastic things about being treated on a teenage cancer unit 
is that you are treated with other young people, one of the negatives is 
that you have to see people die. I feel that I would have done much better 
had I been on a teenage cancer unit, but one of the few positives from 
being on the adult ward and not really getting to know anybody is that I 
wasn’t close to anybody during my treatment who died. So I don’t really 
connect my being given a second chance with people who have lost their 
life. (Sophie, EN, 11yrs post-Dx, NHL) 
Witnessing friends die required the young survivors to revisit questions regarding 
mortality, physical fragility, meaning in life and (life) time limitations. 
Furthermore, cognitive dissonance resulted from thoughts about why they were 
alive when others were not. In youth, cancer does not discriminate and it is rarely 
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lifestyle related, and so it is unlikely that trying to make sense of multiple deaths 
in this age group will result in a satisfying conclusion. Indeed, unlike in older age 
groups, limited exposure to sickness and death is usually the experience of youth 
in western societies. While concerns have been raised about whether exposure to 
death is harmful for young patients (Cassano et al., 2008), remarkably this 
phenomenon has not attracted in-depth exploration. This is surprising given that 
the conditions that enable collective peer group experiences of illness and death 
are enforced from “the top” (healthcare system and policy initiatives) and yet are 
unprecedented in this age group. Hence, greater understanding of this 
phenomenon and evidence regarding its long-term outcomes are required to 
ensure the best interests of young people are prioritised.  
In this study, it was apparent that witnessing peers relapse or die compounded 
feelings of difference from non-illness affected members of society. The young 
survivors were conscious that it was unlikely others could comprehend this 
experience and the associated cognitive processes required to restructure life 
philosophies, rationalise the fundamental injustices of disease and apply it to 
personal situations. Certainly, there was no shared discursive space to enable 
empathy and understanding amongst unaffected peers.  
However, within TYA cancer forums in England, this issue was communally 
articulated. The phenomenon of witnessing peers die appeared to have pervasive 
effects in two areas. Firstly, participant accounts featured the concept of 
“survivor guilt” as explored in Chapter Six. As such, ongoing challenges 
associated with cognitively processing how lives “should” be lived in reference 
to deceased friends’ lives provided the moral compass in their approach to 
everyday life. Malcolm’s statement demonstrates this cognitive restructuring. 
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I get annoyed if I spend too much time moping around. Like I’ve spent the 
last two weeks in a bit of a rut knowing people are terminally ill and 
stuff, and I know that that day will come. So I do get down in the dumps a 
bit sometimes. But then I got really annoyed at myself just because "I 
shouldn’t be, I’m here”. So it stops me getting into too much of a mood 
and a downer... 
…I think losing people made me realise that. I have words with myself. I 
try and do amazing things with my life. But I’ve done things not 
necessarily because they’re amazing things but because life is amazing 
and I’m still here. But sometimes it’s just about getting through the day 
and being able to appreciate life in all its forms, like life in general, just 
going on with the day and all the simple pleasures. (Malcolm, EN, 4yrs 
post-Dx, PNB) 
Secondly, the omnipresent sense of threat to personal finitude was heightened by 
exposure to death. As participants interacted with fellow patients and survivors 
through work and social engagements, this threat loomed long into survivorship. 
As illustrated by Jessica’s story, revised temporal perspectives that privileged 
present time were consolidated by exposure to death, to the potential detriment of 
making future plans.  
I got really good friends with a group of patients and I was terrified that 
I was going to lose them the way I’d lost old friends. I was thinking about 
it too much and then once I talked to someone about it and realised that 
you can lose anyone at any point so there’s no point worrying about it. 
You’ve just got to live in that moment and live at that time, and that’s the 
only way I can cope with it. (Jessica, EN, 8yrs post-Dx, EWS) 
Of course, the personal confrontation with mortality and the lesson that life could 
change at any time had already exposed the futility of planning. This was 
exacerbated by the provision of biomedical statistical information that invoked 
the “magic five-year mark”. It also appeared that the experiences on age-specific 
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cancer wards further strengthened the position that “colonising the future” was 
futile. This suggests that the experience of witnessing peers die of similar 
diseases exacerbated their reluctance to commit to long-term activities, such as 
education or training opportunities. The interplay between exposure to death, 
negotiating statistical information and reluctance to make plans interspersed 
participant accounts, as exemplified by the following quotation. 
I’ve talked to many people about statistics of people when they relapse 
with the tumour that I’ve had and the fact that I’ve had it spread into the 
lungs and survival rates. And I’ve seen people die from the tumour I had. 
And for me each year that I tick off it’s like "yeah, one more down" and 
I’ll keep ticking them off in my mind because I’m pleased with myself. 
And then at the end of that year I will look back at all the wonderful 
things I’ve done, you know if I’ve been on holiday or meeting a new 
person… 
…I’m not going to make plans because making plans I think has always 
been a bit "mm, I’m not quite sure about that". You err on the side of 
caution I think. I’ve never made long-term plans. I don’t think I was in a 
secure enough position, mentally I didn’t feel like my medical position 
was secure enough to say "I’m good now. I’m cured" because we never 
use the word "cured". My doctors don’t like the word "cured" because 
who can tell if you’re not. (Angel, EN, 11yrs post-Dx, OSA) 
As noted in Chapter Five, long-term survivors reflected on the initial five years 
post-treatment as a period whereby activities were aligned to “make the most of 
right now” and not “waste time”. However, such present-oriented choices could 
be socially construed as paradoxical to these intentions. On the one hand, it could 
be argued that conditions espoused by westernised societies, such as the need to 
actively plan for personal sustainability, had been effectively transcended. 
Indeed, it was apparent that purposeful activity in present time could evolve in a 
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temporally progressive, often professional capacity without the need for future 
horizons to be envisioned.  
But according to the capitalist mechanisms that shape western societies and thus 
everyday lives, present-oriented activities may be unproductive or inert in 
ensuring the creation of sustainable livelihoods. So an inability or reluctance to 
set goals heightened the possibility that young survivors would be disadvantaged 
in creating livelihoods compared to peers unaffected by cancer. Indeed, it has 
been previously noted that cancer in young adulthood derails young people from 
previously imagined life trajectories (Drew, 2003). Furthermore, this study has 
proposed that temporal perspectives are recalibrated to assimilate new knowledge 
regarding mortality and future uncertainty. Yet the additional experience of 
witnessing peers die consolidated young survivors’ perceptions regarding the 
futility of future planning.  
Hence, this research suggests that young survivors in England may be 
disenfranchised from achieving the same levels of education or socioeconomic 
status as non-illness affected peers. This may have implications for young 
survivors’ future quality of life. Paul’s story indicates an awareness in the British 
medical profession regarding the future dangers of inactivity resulting from fear 
of recurrence. 
My doctor said to me that she’s had patients my age that have not got on 
with this and not gone on with that because "oh it could come back". And 
they’ve come back to her 15 years later saying, "oh I could have done 
this". And the doctor said that she was angry with these people. She 
stressed it to me saying, “make sure that you crack on with your life now 
and get on with things because I don’t want you coming back to me in 10 
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years time saying I wish I had done this and I wish I had done that". 
(Paul, EN, 4yrs post-Dx, PB) 
In summary, the research frames the Teenage Cancer Trust and its subsequent 
collaboration with the National Health Service as pivotal in shaping the 
survivorship experiences of young people in England. The national policies that 
served to define the healthcare conditions for TYA cancer patients have not only 
resulted in the development of TYA cancer networks but also national standards 
of youth cancer culture. Even if young people did not access dedicated, age-
appropriate environments and multidisciplinary teams, the social construction of 
TYA cancer by TCT impacted the experiences of young people in both illness 
contexts and broader society. It is argued that the collaborative relationships 
between organisations and young people meant that survivors experienced 
ongoing peer support and were thus better equipped to socially transition into 
post-cancer contexts.  
Furthermore, social and often professional identities evolved in relation to 
purposeful or charitable work, thus evoking personal and social perceptions that 
beneficial outcomes had been derived from traumatic experiences. Notably, while 
the moral imperative to help others or improve the medical system manifested 
through TYA patient advocacy or representation, this was in cooperation with, 
rather than antagonism towards, cancer organisations. Hence, the opportunities 
provided by TCT to collectively voice survivorship concerns meant that even the 
most traumatic aspects of illness, such as witnessing friends die, were 
institutionally acknowledged.  
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However, a gap remains between an acknowledgment of such issues and an 
understanding of how this may implicate quality of life, particularly during the 
critical period of the first five years post-treatment. While late effects clinics to 
address ongoing survivorship issues are slowly being developed in line with the 
recommendations of the National Cancer Survivorship Initiative (2010), the 
central principle of surveillance for cancer recurrence or co-morbidities 
dominates practice. As such, the provision of supportive services to assist with 
the less (medically or psychologically) observable long-term consequences of a 
cancer experience is limited.  
Hence, this study provides insight into young adult cancer survivorship in 
England as communally experienced and articulated with other young survivors. 
It is argued that unique TYA healthcare cultures engendered the experiences of 
support and social belonging. However, issues of friendship loss and the fear of 
recurrence were negotiated solitarily in contexts outside of illness-dependant 
social systems, thus potentially impacting ongoing quality of life.  
7.3 United States of America  
The study frames particular political and cultural conditions of the United States 
as instrumental in shaping the cancer survivorship experiences of young 
Americans. As such, the concept of young adult cancer survivorship in the States 
has been conditioned by inequitable healthcare and insurance systems (Bleyer, 
2010), a responsive culture of advocacy and social activism (Starr, 1982), the 
social construction of survival as the embodiment of strength, inspiration and 
action (Willig, 2011), and capitalist market forces that have commodified cancer 
(Sulik, 2013). Such ideals enabled young survivors to develop meaning and 
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identity by using cancer survivorship as a resource. Exploration of these 
conditions through research interviews, discussions with internationally 
renowned AYA researchers and clinicians and relevant NGOs provided insight 
into the way that young survivors’ meanings and identities developed. The 
research revealed that tensions existed between public narratives that served to 
socially empower young American survivors and private reflections that 
engendered feelings of isolation and inadequacy. Hence, participant accounts 
were dominated by the concepts of advocacy and identity and the relationship 
between them. 
The experiences of young adult cancer survivors evolved in parallel with a 
national healthcare focus on AYA cancer, when it was revealed in 2005 that over 
the past 50 years, the majority of improvements in the cancer survival of 
Americans was seen in children and older adults and not in AYA patients 
(Bleyer, 2010). A variety of reasons for this lack of progress were identified 
when the National Cancer Institute (NCI) and the Lance Armstrong (now 
Livestrong) Foundation conducted a Progress Review Group in AYA oncology 
(National Cancer Institute & Livestrong, 2006). Factors pertaining to the biology 
of diseases in AYAs, national research strategies, funding models and care 
environments were seen to present significant barriers to improvements in 
treatment outcomes. While challenges such as these are experienced globally, of 
note in the US is the fragmented healthcare system and inequitable insurance 
policy modelling. Research by Bleyer (2010) identified that the US healthcare 
climate has led to extreme financial disparities, greater lag times to diagnosis, 
inequalities in accessing quality healthcare and thus poorer outcomes in the AYA 
cancer demographic.  
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Unlike Australia and the United Kingdom, the United States does not have 
universal healthcare coverage. Individuals and dependent children under 65 years 
are primarily covered under privately financed health insurance often tied to 
employment status. As the AYA age group transitions between paediatric and 
adult healthcare models, they may no longer be covered by parental insurance 
schemes and have limited or no workplace health insurance (Parsons et al., 
2014). Consequently, the number of young adults who have health insurance 
significantly drops after the age of 18 years. Indeed, Bleyer (2010) argued that 
this occurs regardless of income, such that young adult Americans have less 
insurance and access to healthcare services than in any other socioeconomically 
advantaged country.  
Even when young adults are insured, their health insurance may not adequately 
cover the level of healthcare required for the delivery of gold standard cancer and 
follow-up care. Indeed, research by Collins et al. (2011) found that almost half of 
young adults aged 19 to 29 years forsake essential medical care because of cost. 
It was further reported that young adults represent the highest percentage of 
uninsured or underinsured individuals of any age group (National Cancer 
Institute & Livestrong, 2006; Salsman et al., 2014). While the implementation of 
the Patient Protection and Affordable Care Act of 2010 has started to bring about 
change, the new insurance legislation is often confusing and poorly understood 
by this demographic (Bleyer, 2010). Consequently, the international oncology 
community has acknowledged that young Americans affected by cancer care are 
“falling between the gaps” of the US healthcare system (Livestrong & Institute of 
Medicine, 2014).  
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However, the United States has a culture of medical advocacy evolving from the 
consumer movements of the 1960s and 1970s that has challenged the dominance 
of the medical system. The principles underpinning such movements contend that 
those who purchase healthcare services have a right to play an active role in 
making informed choices (Starr, 1982). Indeed, in response to the identified 
disparities in treatment outcomes and quality of care for this demographic, a large 
AYA cancer advocacy movement has grown in the past decade. This has largely 
been driven by the grassroots advocacy efforts of researchers, clinicians, 
consumers and non-profit organisations. As argued here, for any new healthcare 
initiatives to be successful in the US, including cancer survivorship programs; 
…there must be push from the top (healthcare delivery system and policy 
initiatives) and pull from the bottom (consumer desire for and use of 
proposed services). A particular strength of the US is the engagement and 
power of its consumer advocacy community. (Jefford et al., 2013, p. 18) 
This is especially true for young Americans affected by cancer who have 
harnessed the power of social media to mobilise interest in their cause. By 
creating a shared space and a common language for raising issues around AYA 
cancer, a groundswell of voices of young people impacted by cancer has 
developed throughout the country. Social media have transcended impediments 
to interaction such as geographical location, hospital walls, or time since 
diagnosis. As such, technological platforms such as Facebook and blogs provide 
an increasing number of opportunities for young adults to mobilise and advocate 
for healthcare rights.  
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Online communities have subsequently developed into, and are facilitated by, a 
variety of non-profit young adult cancer organisations such as Critical Mass22, 
Stupid Cancer, SeventyK, Vital Options, to name only a few. Indeed, these 
groups have a high profile in the US healthcare environment and liaise with 
government bodies such as the National Cancer Institute. For example, the 
advocacy organisation, Critical Mass, has a membership of non-profits, medical 
institutions, patient advocacy groups, government agencies, clinicians and 
researchers (Critical Mass: Young Adult Cancer Alliance, 2014). Furthermore, 
these organisations have gained exposure in both cancer communities and in 
broader society by employing marketing strategies. Consequently, brand 
association has been instrumental in developing AYA cancer discourse. Yet, 
although advocacy and marketing have played critical roles in raising the national 
profile of AYA oncology as a distinct discipline, with AYA Centres of 
Excellence23 now being recognised across the country (Johnson, 2013), 
disparities in access to quality treatment and care persist. Out of necessity, the 
young adult advocacy movement therefore continues to gain momentum and the 
stories of young survivors are fashioned accordingly. 
Hence, the narratives and identities of young adult advocates have been 
instrumental in positioning the young adult cancer movement in United States’ 
healthcare environment and in the broader community. This has been critical to 
the success of these organisations over the past decade. Concurrently, the AYA 
advocacy movement has shaped the narratives and identities of young American 
                                                
 
22 Although it originated as the Livestrong Young Adult Alliance, Critical Mass was created as a separate advocacy organisation 
in 2011. It will receive seeding funding from Livestrong until the end of 2014. 
23 The criteria for recognition as an “AYA Centre for Excellence” is that the oncology facility must provide fertility counselling, 
health insurance and financial counselling, psychosocial support, and smooth transition from active therapy to survivorship 
services. They also must have staff with expertise in AYA care and facilitate clinical trial participation when appropriate. 
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cancer survivors. It must be noted that while collaborative relationships between 
survivors and cancer organisations are evident in all three countries, the AYA 
movement in the US has been shaped by an older demographic. This has resulted 
from the AYA age range being defined as 18 – 39 years old. 
The cultural conditions that provided impetus for the AYA cancer movement 
were thus multifactorial, involving both language and environment. As noted, the 
advent of social media provided a platform to mobilise young people nationwide. 
An engaged consumer movement also developed in response to inequitable 
healthcare conditions. But the critical component in this cultural matrix was that 
a demographic that extended well into adulthood generated a “bottom-up” 
advocacy movement whereby the majority of non-profit organisations in this 
field were developed and subsequently governed by (former AYA) cancer 
survivors. This is a major point of difference from the UK and Australia wherein 
the AYA age definitions terminate in early adulthood (ages 24 and 25 years 
respectively). Indeed in contrast to the US, the dominant organisations for the 
AYA demographic in the UK, Teenage Cancer Trust, and in Australia, CanTeen, 
necessarily employ a patriarchal or “top-down” model. This is despite their 
extensive engagement with a younger consumer group.  
But it has not only been a mobilised, age-specific advocacy movement that has 
shaped the stories and identities of young American cancer survivors. The 
broader cancer survivor community has also lobbied against the fundamental 
inequalities embedded in the US healthcare model (Fricker, 2007). This suggests 
that increasingly vocal and engaged communities of survivors that “fight” for 
healthcare equality have influenced the social positioning of cancer survivors. 
Hence, the visibility of activist survivors in recent years has reinforced 
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survivorship discourses that situate survivors as “fighters”. As discussed in 
Chapter Two, this is fuelled by rhetoric that poses cancer as the enemy. But the 
research indicates that in the US, the narrative climax to its defeat was not only to 
personally overcome disease, but also to contribute to the eradication of cancer in 
society using the tools of advocacy as weapons for change. As exemplified by 
Natalie’s story, many young American survivors have, en masse, waged a war on 
cancer on the one hand and the inequitable healthcare system on the other.  
I'm a cancer warrior and I'm chemo free because it was a fight and 
there's a battle. There wasn't just one. There’s many because it's 
physical, the pain, it's emotional and I think it's spiritual too...  
…And you have to fight to be heard. I always have to be the voice of 
reason like, "remember the young people". There's a lot of young patients 
out there. We have to get them empowered and we have to be their voice 
because no-one respects us. No-one takes us seriously. (Natalie, US, 
11yrs post-Dx, CRC) 
Hence, the study indicates that the advocacy activities and groups in which young 
survivors were actively engaged were instrumental in developing a sense of 
personal identity and social belonging above and beyond the confines of an 
illness narrative. 
Advocacy and identity 
Although this research in the US was conducted in two very different areas, 
Texas and New York, all participants engaged with non-profit cancer 
communities during their survivorship trajectories. As in England, a variety of 
patient conferences and social activities were available to facilitate peer group 
interaction. But although community association engendered peer support, it was 
apparent that avenues for engagement in the US differed from those overseas 
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such that the concept of support was circumscribed by moral undertones that 
espoused a “call to action”. The implication was that individuals were not only 
responsible for their own health and life circumstances, but also were required to 
represent and advocate for cancer patients more broadly. Elizabeth articulated 
how this sense of responsibility manifested in social situations and had the 
potential for positive role development. 
I get kind of preachy to my friends and family about how they should be 
living their lives and how they should be eating and exercising and stuff 
like that. It's purely because I know that [cancer] could happen, why 
wouldn't you want to do everything that you can to keep yourself from 
getting sick… 
…So I'm thinking about starting a business in the cancer support world 
so that's an idea right now. I feel kind of lucky to be in this position 
where I can be there for people. I don't have the right thing to say half 
the time because all of our experiences are different but it's like being in 
this elite group of crappy experiences. At least we can all share it 
together and as long as I can contribute positively, I feel good about 
being able to have had that experience and be on the other side of it. 
(Elizabeth, US, 4yrs Post-Dx, OSA)  
In the United States, participant stories were dominated by reflections on 
personal responsibility. Indeed, this central experience reflects the United States’ 
national ethos that favours those who “make their own luck” (Litan & Schramm, 
2012, p. 208). Such national ideals are represented by the “American Dream” and 
have evolved from the US Declaration of Independence that states that "all men 
are created equal" (1776). According to such ideology, freedom includes the 
opportunity for prosperity, success and upward social mobility achieved through 
hard work. The historian James Truslow Adams stated that the American Dream 
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should create a life that is “better and richer and fuller for everyone, with 
opportunity for each according to ability or achievement" (Adams, 1993, p. 214).  
Of course, the reality that life-threatening illnesses occur in young people, 
regardless of lifestyle choices, fundamentally opposes the principle of personal 
responsibility for one’s situation. Despite this, it was evident that young adult 
cancer survivorship in the US was characterised by cultural discourses that 
privilege individualistic notions of responsibility including personal pursuit for 
gain and social reward for hard work. These representations of survivorship were 
imbued with the notion that cancer presents an opportunity for self-
transformation and growth. As noted by Bell (2012), numerous studies have 
identified that the “cancer survivor” identity is increasingly conceptualised as an 
opportunity to create a better self. Nicole’s reference to the “cancer survivor” 
identity points to an exceptional, almost ethereal, social positioning of cancer 
survivors in the US. 
You're kind of seen in this light, almost on a pedestal, the admiration that 
goes with that. People think of you differently. The strength that you have 
that nobody else has, they admire you for it. (Nicole, US, 6yrs post-Dx, 
OSA) 
The study indicates that the ideals of strength and productivity were implicit in 
the united “call to action” in survivorship. The act of cancer survival itself was 
socially constructed as an endeavour of personal accomplishment and was thus 
legitimised by cultural standards that value performance and ability. Conversely, 
falling victim to the disease or the challenges of survivorship was considered a 
sign of weakness. Explicit iterations of these ideals have been reinforced by 
various cancer organisations, such as Stupid Cancer’s maxim “get busy living” 
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and the name, Livestrong Foundation. Here, the importance of personal strength 
and community action were championed as integral features of survivorship. The 
following statement illustrates how cancer survival was conceptualised as 
personal achievement and precipitated “better” approaches to life. 
Cancer was part of my life and it still is because everything I do is now 
pretty much the effect of having cancer, everything I do now; live life, be 
happy, be positive, healthy, help people. It's because it made me think 
"hey, wake up, you need to be better, live better". My friend and I, we call 
each other survivor sisters, so we just made a pact "just do it, just live 
life"…  
…It's a fulfilment, like a sense of pride. It feels awesome to know that I 
was able to live through something that's so scary and so life-changing 
and something that most people would consider once you have cancer, 
you're pretty much going to die. It is a really big achievement. It is, 
because I know of some people that just gave up. They don't want to fight, 
didn't want to hassle through everything. It didn't go well for them so 
some passed. I guess it's what you make of it. How you convert that 
sickness into a better being afterwards. (Chloe, US, 2yrs post-Dx, OVA)  
It was apparent that cancer-related forums provided support and a sense of 
belonging (inherent to the formation of group identity). However, they also 
evoked a discursive undercurrent of personal responsibility for one’s 
circumstances, as well as reward for “successful survival”. Consequently, it is 
argued that the public façade of young adult cancer in the US has been 
characterised by depictions of vocal, engaged and productive survivors who have 
subverted discourses of victimisation (which are anathema to the ethos of the 
“American Dream”) and are “busy living”.  
Culturally embedded ideals privileging personal responsibility for social action 
and change thus defined survivorship personas. Although the concept of success 
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manifested through a variety of activities largely determined by factors such as 
the young survivor’s biomedical, socioeconomic, geographical and educational 
status, the underlying inclinations for such activities derived from the cultural 
imperative to “survive successfully”. The concept of success in young adult 
survivorship was perceived to involve three elements, including an obligation to 
resolve illness (discussed in Chapter Six as the “restitution narrative”), personify 
strength and inspiration, and align with cancer communities through brand 
identification.  
The social expectation to “resolve illness” was evoked in order to provide a 
satisfactory ending to the illness narrative. As noted, this involved the 
personification of good health and positivity. Yet resolution of the illness 
narrative in its entirety contradicted the concurrent social expectation to usefully 
apply experience and knowledge for personal and societal advancement. Not only 
was the survival of cancer during young adulthood socially construed as an act of 
strength and personal willpower, but it also provided the foundations from which 
to socially advance. Social mobility and freedom through personal toil (surviving 
cancer) could therefore be achieved by utilising cancer as a resource in society.  
The resolution of illness was therefore not the end of the cancer narrative, but 
rather, the young survivors extracted elements of the cancer story that were 
useful in advocating for change in the current healthcare environment and also 
conformed to socially endorsed survivorship discourses privileging strength, 
action and conquest. As noted in Chapter Seven, the reiteration of certain 
elements of a story develops the relationship an individual has with his or her 
past experiences; the story becomes the experience itself. As such, the public 
identities of the young survivors developed in concordance with the story of 
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young adult advocacy, thus continuing an association with the cancer community 
while enabling social currency in broader society. 
Implicit criteria for belonging to such public, action-oriented communities 
included the imperative to personally embody strength, determination and 
inspiration. Survivorship thus required certain deference to cultural mythologies 
that deem survivors as heroes and inspirational characters. Sensationalist stories 
of “heroic and useful” survival proliferated in the media and in broader society, 
while being further propagated by cancer organisations through marketing and 
public awareness campaigns. Indeed, the American Cancer Society encourages 
people to share their stories of survival on its website with the aim to provide 
comfort and hope to those facing cancer (Coyne & Tennen, 2010). However, the 
climate of advocacy and achievement was inevitably resistant to stories of 
weakness or disempowerment and as noted, the private experiences of young 
survivors did not necessarily align with such public articulations of strength and 
progression that pervaded the cultural landscape.  
It is fair to say that the human condition itself precludes the possibility of 
consistently acting or feeling inspirational, heroic or useful. However, as many 
young survivors occupied public positions, the responsibility of maintaining a 
robust and inspirational façade was not only perceived to be necessary, but often 
burdensome. Furthermore, ongoing tensions were experienced in relation to the 
moral imperative to advocate for future change, yet locate meaning and purpose 
in the short-term. Thus the public narratives of young people who were involved 
in advocacy, or indeed those who were maintaining a persona of successful 
survivorship, had limited discursive space to represent the private challenges that 
cancer (and life in general) may inflict. As a result, the narratives of young 
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American cancer survivors were plagued by the complex interplay explored in 
Chapter Six; that is the authenticity, positioning and maintenance of conflicting 
public and private identities. Noelle’s story exemplifies the challenges of public 
survivorship. 
At the Stupid Cancer Summit in Las Vegas, you take a group picture of 
everyone who has the same cancer. The survivors, we all try and post 
positive encouraging messages to let the patients, the caregivers know 
"hey look at how many of us made it, you can too". And sometimes I feel 
like it's a challenge to be the inspirational success story. It can be a very 
big drain. I feel personal responsibility when I sometimes shouldn't, if 
somebody takes a turn for the worse. Did I help them enough or did I 
inspire them enough? (Noelle, US, 8yrs post-Dx, NHL) 
Participants attested to ongoing associations with cancer organisations many 
years after treatment had ended. As noted, this phenomenon related to the fact 
that cancer survivorship narratives as a social resource could be utilised to 
generate social currency and mobility. But further to this was a powerful social 
undercurrent that has largely shaped the consumption practises of young people 
residing in western capitalist economies, that of marketing and brand fidelity 
(Kjeldgaard & Askegaard, 2006). Of course, cancer organisations throughout the 
US are subjected to and shaped by the same commercial forces as any other large 
corporations. As such, cancer organisations convey messages and raise awareness 
using the same methodological models. Furthermore, young people have been 
subjected to multinational marketing messages throughout their lives and are 
renowned for brand loyalty to trending fashions. Brand fidelity has further been 
promoted through technological marketing campaigns that utilise Facebook and 
Twitter to target this age group (Rushkoff & Koughan, 2014).  
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Hence, the cancer organisations most identified with by participants in this study, 
Stupid Cancer and Livestrong Foundation, not only provided services and 
educational resources, but also proffered an array of branded merchandise that 
young survivors proudly displayed. While logos and other items had been 
developed by organisations in Australia and England (such as CanTeen 
bandannas in Australia), the brand fidelity represented in the US was 
unparalleled and became an implicit condition for identifying as a young person 
affected by cancer24. Fashionable and visible signifiers such as wristbands, 
sportswear, baseball hats, even tattoos that were branded with the organisations’ 
logos or slogans suggested that young people consciously owned, publically 
proclaimed and proudly identified with the experience of cancer as represented 
by certain organisations. The extent to which this occurred is not only testimony 
to the power of brand loyalty, but also suggests that many young American 
survivors consciously subverted traditional illness discourses that position cancer 
as a private affliction evocative of death.  
Of course, brand recognition furthered the profit motives of cancer organisations 
and in so doing, raised the public profile of the young adult cancer movement. 
However, cancer marketing did not always resonate with those who did not 
identify with a particular cancer or message. Marketing campaigns propagated a 
social expectation for cancer survivors to relate to a particular cancer community 
or disease. Consequently, exclusion, ostracisation or isolation was experienced if 
an individual’s particular cancer was not the current fashion. The following 
                                                
 
24 It must be noted that the participants in the United States were recruited via the social media pages of cancer organisations. 
This phenomenon may therefore be limited to young people who continue to associate with cancer-related forums. However, as 
these organisations are widely promoted and utilised in the oncology community, it is unlikely that young patients would not 
have associated with them at some stage of their trajectory. 
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quotation illustrates how marketing campaigns impacted the cultural imagery and 
social construction of particular disease types. 
I got very annoyed when I had cancer. Nobody knew about lymphoma, 
everybody knew about breast cancer. All the focus is on breast cancer 
and I don't think enough attention is paid to all the other cancers. And so 
my friends didn't understand it, people around me didn't understand it. I 
just think there's disproportionate focus... 
…What bothers me about it is the marketing around it, how it's gone into 
merchandise. I understand that point behind "live strong" but my nephew 
for instance was wearing the "I love boobies" bracelet, which was breast 
cancer awareness. He has no clue what the "I love boobies" bracelet is 
for and I don't think that's effective. Pink washing was what they call it. 
(Noelle, US, 8yrs post-Dx, NHL) 
In summary, this research provides insight into the political and cultural 
conditions unique to the United States that have shaped the cancer survivorship 
experiences of young adults. These include the inequities inherent to the nation’s 
healthcare system, as well as cultural discourses that privilege concepts of 
individual achievement, personal strength and social action. Within these 
sociocultural contexts, the past decade has witnessed the ascent of a young adult 
cancer advocacy movement, which has evolved in response to an identified lack 
of progress in survival outcomes for this group. Indeed, many participants’ 
careers in cancer organisations developed because the need for young adult 
cancer advocacy was identified at a time whereby career paths may not yet have 
been consolidated. As such, the knowledge, expertise and passion young 
survivors brought to this cause were recognised as useful resources for 
engendering social change. 
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The young adult cancer movement in the US thus evolved into the creation of 
established cancer organisations that have subverted traditional illness discourses 
of weakness and subservience. Although such organisations characterise their 
core business as the provision of information and support for young people, there 
exists an underlying moral imperative espousing a “call to action”. This implies 
that the survival trajectory not only generates a “cancer story”, but that there is 
also a social requirement to “do” something with this story. Indeed, an 
adversarial survivorship culture has evolved in response to the sociocultural 
conditions of healthcare and insurance disadvantage. Furthermore, survivorship 
rhetoric has evolved in concert with cultural ideologies as espoused by the 
American Dream, such as the importance of personal ability and social mobility 
for achieving success. Consequently, a distinct “brand” of adversarial yet socially 
legitimated survivorship discourse has developed over the past decade. This 
discourse has been instrumental in shaping the meanings and positioning of 
young adult survivors in society. 
While such public articulations of survivorship uphold the cultural imperatives of 
strength, progression and social action, the private experiences of survivors 
remain largely unheard. The social expectations inherent to a young adult 
survivorship identity require certain deference to the messages promoted and 
marketed by cancer organisations (such as Livestrong). Furthermore, “surviving 
successfully” includes the moral responsibility to personify inspiration, 
empowerment and even heroism. While these attributes may indeed be 
experienced in survivorship, they do not comprehensively represent the everyday 
lives of young survivors.  
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Thus the divide between the meanings and identities of young cancer survivors as 
represented in a public arena and their everyday, private experiences was 
especially apparent in the United States. However, while it may be true that 
increasing public awareness may translate into improvements in treatment 
outcomes and survival, it is a non sequitur that the evolution of the young adult 
cancer survivorship movement in the US will also result in improved quality of 
life for this group. The research suggests that the same cultural resources that 
enable organisations to raise the AYA cancer profile for the purposes of 
improving outcomes may socially disenfranchise young survivors’ private 
experiences. On the one hand, marketing raises public awareness and the 
commercial profile of this demographic (thus supporting the pecuniary 
requirements for improving treatment outcomes), but only the other, it widens the 
divide between the social legitimacy of survivors’ public and private narratives 
and identities (thus reinforcing the status quo of limited understanding and 
support for this group). Therefore, it is conceivable that the discursive 
conventions that increasingly characterise young adult cancer survivorship in the 
United States may paradoxically detract from its very cause. 
7.4 Australia  
Similar to both the UK and the US, progress has been made in the development 
and implementation of national healthcare standards for young Australians with 
cancer over the past decade. Despite improvements in some areas, this study 
indicates that emergence of AYA oncology as a sub-specialty in the Australian 
healthcare context has not translated into the conceptualisation of “young cancer 
culture” in the broader public domain. Hence, advances in the delivery of 
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healthcare have not necessarily improved the survivorship experiences for this 
group, especially for those outside of metropolitan regions.  
The research findings suggest that geographical conditions unique to the 
Australian environment as well as the “top-down” policy approach that led to the 
conceptualisation of AYA cancer patients as a distinct demographic shaped the 
young people’s treatment and survivorship trajectories. These contextual factors 
framed the experience of social isolation as central to the narratives of young 
Australian survivors. AYA cancer survivorship experiences therefore have not 
been socially represented through the development of common discourse. In lieu 
of AYA vernacular, it was apparent that the meanings and identities of the young 
people in this study were greatly impacted by both the biomedical discourse that 
framed their illness narratives and the media representations of cancer and 
survivorship more broadly.  
In 2006, seminal Australian AYA cancer research reported that isolation was 
central to the experiences of young Australian patients in a variety of ways, 
including isolation from peers and community, from other young people with 
similar conditions, from the treating team who have reported difficulties in 
communicating with this age group, and from age-specific expertise and research 
(Thomas et al., 2006). Furthermore, it was recognised that the multicultural 
nature of the Australian community means that many survivors are from 
culturally and linguistically diverse backgrounds and may be isolated from 
culturally appropriate support (Boyes et al., 2009). As a result, the principles of 
care recommended in the National Service Delivery Framework for Adolescents 
and Young Adults with Cancer (Cancer Australia & CanTeen, 2009), were not 
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only designed to improve treatment outcomes in this patient group, but also to 
address issues of isolation. 
These recommendations have been instrumental in generating both state and 
national projects aimed at improving the coordination of AYA services, treatment 
and support. But while collaborative efforts have subsequently led to the 
development of a multidisciplinary network of “Youth Cancer Services” in five 
Australian states, there continue to be significant obstacles in developing a 
national model of care that addresses the varying needs of state jurisdictions 
(Osborn et al., 2013) on the one hand, and the ongoing issue of social isolation on 
the other. Indeed, the original national healthcare plan to develop specialised 
AYA cancer care units in state government hospitals (Australian Institute of 
Health and Welfare, 2011), similar to the Teenage Cancer Units established in the 
UK, was recognised to be unfeasible.  
Demographic and geographic factors unique to Australia present as obstacles in 
developing age-specific AYA cancer treatment centres throughout the country. 
Vast geographical distances, in conjunction with the relatively small population 
of this demographic, preclude the possibility of developing dedicated AYA 
cancer services in some jurisdictions. Many areas simply do not have a critical 
mass of patients at any one time to justify purpose-built AYA cancer units 
(Osborn et al., 2013). Unlike England, where distances are relatively short, 
centralising cancer care in metropolitan regions would further isolate young 
patients in rural or remote areas who wished to be treated closer to home. So 
although centralised models have been demonstrated to improve outcomes for 
rare cancers, or those requiring complex treatment (Hillner et al., 2000), it was 
apparent that alternative methods of care delivery were needed. 
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Early recognition that Australia’s unique environment required the development 
of models of care that accorded with local geographic and demographic need led 
to statewide reviews of services and collaborations. From this, various innovative 
models that operate “hub and spokes” networks by integrating lead tertiary 
hospitals with other institutions and stakeholders have been implemented over 
the past five years (Clinical Oncological Society of Australia, 2010). But despite 
improvements in the delivery and coordination of services across settings, low 
patient numbers and vast geographical distances have meant that AYA cancer 
patients continue to be treated in either paediatric or adult wards, which may not 
be suitable to their needs. Challenges are also presented by the variable 
relationships among adult and paediatric services, as well as between private and 
public sectors (Clinical Oncological Society of Australia, 2010). As such, 
transitions remain problematic between paediatric and adult treatment settings 
and between hospital and home, while standardised referral pathways to relevant 
psychosocial services, community organisations or late effects clinics are not 
established in many jurisdictions.  
Hence, there is increasing recognition that young people with cancer fall into a 
gap between adult and paediatric oncology services (Thomas et al., 2006). This 
study further proposes that arbitrary referral pathways and healthcare delivery 
challenges impacted the everyday experiences of this group, above and beyond 
the ordeals associated with illness and treatment. The following quotation 
illustrates the experience of being trapped in the “grey zone” (Thomas et al., 
2006) between paediatric and adult settings. 
Another weird thing was my age. It was like a week before my 21st 
birthday. I suppose I was not quite an adult and not quite a teenager. In 
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terms of your treatment and your locations and all that sort of stuff, that 
changes things. So I wasn’t quite young enough to be in the children’s 
hospital but I felt too young to be at the [adult’s hospital]. On the other 
side of the floor was a palliative ward. And that was a pretty sad place to 
be because you would get up out of bed and go walking. And you’d walk 
past people that are on their deathbeds and, yeah, it’s not good for 
someone who is trying to fight to live sort of thing. So yeah, there was a 
lot of challenges like that. (Jim, AU, 10yrs post-Dx, ALL) 
While recent developments in the provision and coordination of age-appropriate 
care for the AYA population may indeed improve treatment outcomes in the 
future, the research indicates that the illness and survivorship trajectories of many 
young Australians were solitary experiences. The absence of a critical patient 
mass diminished the possibility that young people received treatment alongside 
peers, other than on an ad hoc basis. As such, treatment isolation prevented age-
related cancer experiences from being normalised or validated by peers with 
similar appearances. Limited peer interaction also meant that there were few 
opportunities to communally voice their experiences. Hence, in Australia, young 
adult cancer survivorship was experienced as a lonely journey. 
Unlike the United States where young people have generated common AYA 
discourse through online communities, the “top-down” conceptualisation of AYA 
patients as a distinct demographic in Australia has not engendered a “bottom-up” 
generation of robust online AYA communities. This is despite the fact that state 
and federal government initiatives have partnered with non-profit organisations, 
principally CanTeen. Indeed, it was a non-profit organisation (CanTeen) that 
triggered the federal government’s initial Senate inquiry into AYA cancer care 
(Senate Community Affairs References Committee, 2005). Clearly, 
developments in healthcare policy and service delivery have not translated into 
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broader social discourse regarding AYA cancer. Hence, the dominant discourses 
of institutionalised medicine shaped the young people’s stories. Moreover, 
outside cancer-related contexts, it was apparent that the stories of AYA cancer 
were sensationalised or simplified through media marketing. As a result, young 
adult cancer survivorship has been clinically and publically characterised as 
aberrant and the private reflections of young survivors remain unheard. 
There is growing awareness of the need to improve AYA cancer care in the 
community sector as well as within clinical settings. Alongside recent healthcare 
initiatives undertaken at a government level, a number of non-profit cancer 
organisations have expanded their services to cater for the AYA demographic. 
While CanTeen is the predominant national organisation focusing on the 
provision and facilitation of peer support for those aged 12 – 24 years, the uptake 
of its programs by young people was not consistent. Consequently, participants in 
this study did not experience the same level of involvement with cancer 
organisations as was apparent in the US and England. But regardless of whether 
participants were involved with Australian organisations that facilitated social 
interaction with similarly aged peers, medical and psychosocial experiences were 
largely negotiated in isolation and survivorship narratives and identities 
developed accordingly.  
The lonely journey 
As noted, the challenges presented by the unique Australian environment 
continue to be problematic on a service delivery basis. Yet despite this, the 
implementation of a national plan according to regional variances has 
significantly progressed AYA oncology in Australia over the past five years. It 
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has also been recognised that age-appropriate communication is fundamental to 
engaging with young people in the care process. This is demonstrated by the 
recent label “Youth Cancer Services” (rather than “adolescent and young adult 
cancer services”) (CanTeen, 2014b). The rationale behind this nomenclature is 
comparable to the UK’s adoption of “TYA” rather than “AYA”, as it is 
considered more relevant to the language used by this age group. But unlike the 
US and the UK contexts, advances in AYA cancer care models and promotion of 
a “youth-friendly service” have not translated into the development of “youth 
cancer culture” on a social level.  
Despite CanTeen’s involvement, there has been limited grassroots consumer 
advocacy involvement in progressing AYA cancer initiatives in Australia. The 
research findings illustrate that developments have primarily focused on service 
delivery within state government hospitals and therefore maintain clinical rather 
than cultural relevance. This contrasts with the cultural construction of AYA 
cancer in the US, which has evolved through youth culture brands; and England 
where social networks of young patients and survivors extend well beyond the 
clinical setting. Hence, it was apparent that Australian cancer discourse 
predominantly derived from institutionalised medicine and was associated with 
an older demographic, as illustrated by the statement below.  
For a long time I thought, "yeah, there’s people out there who have had 
cancer but not my type and not my age". Because whenever I went to 
hospital I would be in the waiting room with 30 other people who were 
all going to clinic and they’d all be over the age of 60 or 70 and I 
thought, "why am I here"? (Liz, AU, 6yrs post-Dx, SCC) 
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The majority of participants in this study had never met another young person 
who had been affected by cancer until much later in their survivorship trajectory, 
while some had not at all. Hence, narrative resources had not evolved to 
meaningfully represent their stories so that they, or broader society, could make 
sense of them. Indeed, this research found that impeded social interaction with 
peers of a similar age (either within or outside medical contexts) induced feelings 
of loneliness and isolation. It was also apparent that an inability to communicate 
experiences to others heightened the experience of powerlessness. These findings 
reflect those of Little et al. (1998) who identified that when a cancer experience 
is beyond communicable, crying is a common extra-linguistic expression of 
profound emotion. Indeed, crying occurred in the majority of Australian 
interviews. The following statement highlights deficiencies in common language 
to express survivorship experiences. Abby was from a rural community and had 
never met another young person affected by cancer in the eight years since she 
had been diagnosed. 
I was looking for something from everyone. I wouldn't say sympathy or, I 
mean everyone was fantastic, but even just to have someone go through 
the same thing. I don't even know what it was I was looking for. But I did 
find it really tough. I did join a support group after remission but they 
were all older ladies and their support group time was in work hours, 
nothing would fit in. It was like life just completely changed and I just 
didn't know how to readjust and to realise I've got to settle down, I've got 
to stop, just trying to be, I don’t know, just trying to, trying to fit. (Abby, 
AU, 8yrs post-Dx, NHL) 
The scarcity of AYA patient/survivor communities thus impeded the 
development of a common discourse for this group. Consequently, the young 
survivors were disenfranchised from socially validating their survivorship 
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experiences. Following treatment and within broader social contexts, there was 
little understanding that the complexity of cancer did not end after treatment and 
that the survivorship period engendered a unique set of issues. While professional 
oncology communities have termed the process of negotiating life after cancer as 
finding a “new normal” (Cancer Council Australia, 2012), this has not translated 
into AYA survivorship vernacular. Indeed, many young people remained 
unaware for years that it was common (and therefore contextually “normal”) that 
life would never return to the way it was before cancer. Young survivors were 
thus challenged by both personal and social expectations that life would “return 
to normal” and continue as anticipated. While support from family and other 
social networks was appreciated, it also served as a source of conflict. 
Particularly, workplace negotiations were problematic, as illustrated by Jim’s 
experience. 
That’s probably the other struggle with survivorship. Once you’re back 
in society people don’t realise that you’re still dealing with all that stuff. 
You come back to work and it’s like "welcome back, here’s a bunch of 
work" and you think "holy crap, I don’t know if I can deal with all of that, 
just help me back in and ease back in a bit". So in one respect people 
forget pretty quickly what you’ve been through. That’s good and bad…  
…The fact that they sometimes forget pretty quickly when you’re back in 
the work uniform and they don’t see you in hospital or stuff like that, it’s 
good because you feel normal again. You feel like you’re part of the 
human race and you’ve stepped back out of that other world, that time 
warp world into a moving forward sort of world. So that’s the good part 
of it...  
…But the bad part of it, I suppose, is just adapting a bit and making sure 
that you can cope with the day to day. I felt that once I reached full time 
and got a letter from the doctor to say I’m good to work the full hours, it 
just seemed like a real avalanche of work from then on. Before that date 
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everyone was quite aware and very sensitive and all that sort of stuff and 
not trying to load me up on purpose. And then the next day it was like, 
"he’s all better, bang, load him up and go". (Jim, AU, 10yrs post-Dx, 
ALL) 
The relative newness of AYA cancer as a sub-specialty of oncology meant that 
the social construction of cancer in this age group was unprecedented. The 
scarcity of AYA survivorship stories in Australia reinforced this notion. As 
argued in Chapter Six, the conceptualisation of cancer survivorship in society 
was largely dependent upon who owned their stories. The research indicates that 
in Australia, the stories of young survivors were largely shaped by the discourses 
of medicine and marketing. 
Firstly, without guidance from established AYA cancer discourse, it appeared 
that biomedical discourse informed the narrative structures of participants. As 
such, the experiences of young survivors were represented in chronological 
fashion; the order of events that determined cancer diagnosis, treatment and 
recovery. Indeed, more so than in England or the US, participant accounts in 
Australia were structured relative to timelines from diagnosis to the present and 
were punctuated with information about statistics, illness events and the 
scheduling of hospital visits. The narratives of young Australians were not only 
shaped in relation to biomedical discourse, but also by the socially acceptable 
“restitution narrative” of overcoming illness. The following statement 
exemplifies how the tendency for Australian participants to chronologically 
narrate their experiences predominantly relied on medical information. 
I count myself as one of the lucky ones. I took a lot of comfort in what my 
doctors said to me at the time, in terms of working through the treatment, 
and they were extremely confident. I had twenty-two rounds of chemo 
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and six weeks of radiation over a 12 month period. So in my mind, that’s 
a hell of a lot of chemicals to be going into you. But after four rounds of 
treatment, the tumour in my chest had almost completely disappeared. So 
because I had a really positive reaction, it supported my optimistic 
upbeat attitude that I would be okay. (Harley, AU, 7yrs post-Dx, EWS) 
Secondly, not only were the narrative structures linear in terms of cancer 
treatment and recovery, they also provided a socially accessible beginning and 
end to the illness trajectory. As noted in Chapter Six, stories of survival were 
useful commodities in the competitive world of fundraising, especially as AYA 
cancer is uncommon yet youth is glorified in commercial marketing. Cancer 
organisations, hospitals and other research and healthcare foundations thus drew 
upon these exceptional stories of youth and survival to raise public awareness 
and advance their pecuniary interests.  
Hence, young people’s narrative development in a public sphere was subject to 
sensationalist media, whereby it was constructed as exceptional to the dominant 
cultures of both youth and cancer more generally (which was largely the domain 
of older generations). The majority of participants had engaged in some sort of 
media-related activity regarding their cancer experiences. While this was largely 
welcomed, the fashioning of stories for media also became blueprints for 
subsequent iterations. As noted, the portrayal of “successful survival” was central 
to the development of socially legitimated restitution narratives, incorporating 
concepts of bravery, positivity and wellness. Narratives and identities were thus 
shaped to respond to that which was marketable, sensational and simplified. The 
following quotation illustrates how the public stories of young survivors were 
influenced by media contexts, often to the detriment of developing their own.  
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I don’t mind talking to people about my cancer, I mean I’m here talking 
to you. I was asked for a newspaper article and I happily gave them my 
story because it could benefit people. I was asked to speak at a Relay for 
Life charity. I went up and gave a speech about my whole experience and 
that was petrifying because they had just lost someone they loved to 
cancer and I had to get up there and giver a survivor story. I just 
thought, "how am I actually going to do this". And I didn’t realise until 
that day. And I just thought "survivorship isn’t just about me surviving, 
it’s about the family being able to survive and move on past that person 
passing, and being able to remember them in the best light". So I tried to 
explain it in that sort of sense. But that was extremely difficult to do, 
really, really hard. (Eva, AU, 4yrs post-Dx, ThyCa) 
As discussed in Chapter Six, tensions between private experiences and public 
articulations often generated conflicting identities in survivorship. In Australia, 
the “success story” narrative served to position young survivors in social 
prominence, at least in the short-term. The utilisation of young adult survivor 
stories by cancer institutions and the associated media attention was perceived as 
a welcome reward after such a traumatic period. But unlike the other countries, 
Australian narratives rarely featured concepts such as advocacy or social action. 
Rather, the stories were punctuated with statements about “feeling lucky”, 
“helping others” or “maintaining a brave face”. Marcus articulated that he shared 
his story to benefit others and thus focused on the positive aspects. Hence, public 
story-telling provided a source of meaning.  
I don't have an issue with people knowing what I've been through. I like 
helping other people who have been affected by cancer, giving talks and 
education. I don't look at the negatives of it, I only look at the positives of 
it. I'm not going to pass the negatives onto other people. I share my story 
and what I've been through to benefit others and of course you never 
know who you're going to meet. I might share my story with a billionaire 
who wants to give $10 million towards my charity that I'm setting up. I 
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want to set up a community, an environment that everyone around has 
been through a similar experience so people fully understand exactly 
what you've been through. I want to have a self sufficient business that's 
running itself earning me enough dollars that I can go and do whatever I 
want. (Marcus, AU, 3yrs post-Dx, BL) 
But of course, “success stories” are as transient as any sensational news item and 
soon become redundant. As the excitement and notoriety associated with media 
publicity ebbed, young people found themselves alone to emotionally and 
intellectually process their experiences and negotiate the practical consequences 
of survivorship. Without other young people with whom to relate and without the 
support and positioning that had been generated by the discourses of medicine 
and marketing, the validity of “surviving successfully” was questioned. Indeed, it 
was often a number of years post-treatment that young survivors began to 
cognitively process the ongoing nature of the cancer experience and how to 
position themselves in relation to an unaware society. It was at this stage that the 
term “survivor” was reflected upon, and whether it was a public identity worth 
maintaining. Maree’s experience illustrates how her relationship with the “cancer 
survivor” identity changed over time. 
I hated the word [survivor] for a long time because I didn't feel like I've 
survived anything. I didn't feel like I worked hard. I hated it, I was 
negative and I didn’t mentally fight. I really felt like other people in my 
life were the survivors because they were the ones who had to work really 
hard every day. Doctors worked hard. I got angry at them. I don't feel 
like this hero…  
…But I've embraced the word now, maybe because I found that it's easier 
to embrace it than to push it away, and because maybe I feel like this is 
the challenge. It's afterwards, that's the challenge, and I'm working really 
hard through this challenge. I work really hard to put on a brave face 
and to find inner peace and yeah, to not be angry and all of that so I feel 
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a bit more like "the survivor" now, the one that is working hard. (Maree, 
AU, 3yrs post-Dx, OSA) 
While social isolation framed the majority of participant accounts, for some 
young people a sense of social belonging developed through involvement with 
cancer organisations, primarily CanTeen. Although it has been found that this age 
group does not relate to formal support group environments, successes have been 
noted with more informal events (Morgan et al., 2010). Indeed, CanTeen’s peer 
support model consists largely of camps and other non-formal activities. Studies 
exploring peer support groups that utilise camp-style activities indicate that there 
are benefits in bringing young people together to engage in social comparison 
with peers with common experiences (Meltzer & Rourke, 2005). However, it has 
been proposed that this style of program may not be relevant to all young people 
because of lifestyle or accessibility factors (Treadgold & Kuperberg, 2010). In 
this study, the younger participants found the peer group activities of CanTeen to 
be relevant. Within this cohort, friendship groups developed that were maintained 
for many years. Indeed, references to these friendships punctuated participant 
accounts. 
Furthermore, volunteer roles within CanTeen often evolved from long-term 
membership, thus creating a sense of purpose and social positioning within youth 
cancer-related contexts. In so doing, the desire to “help others” was also placated. 
But despite the social identification and peer support facilitated through 
CanTeen, outside of these contexts, cancer in young adulthood was socially 
misunderstood. Hence, the young people’s stories continued to be constrained 
within cancer-related contexts. Liz’s comparison of friendships derived from 
CanTeen and interactions with other people illustrates an awareness of when and 
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with whom they could discuss particular experiences. This awareness reinforced 
social groupings with other young survivors and a sense of “otherness” in 
broader society.  
So I joined [CanTeen] and it wasn’t for a few months until I went on my 
first camp. That really opened my eyes to, "okay, I’m not the only one". 
But it took a while for me to get involved and let my guard down…  
…I met a lot of really close friends with CanTeen and that was really 
helpful for when I moved. I had a really strong friendship base here and I 
catch up with them fairly often and that seems to be the strongest 
friendship group I have. It’s just that bond. It’s like an innate bond with 
them…  
…But yeah, just dealing with other people’s reactions just got too much. 
It’s not like it’s a communicable disease. I just felt "this is not a very sexy 
cancer" so I didn’t like telling people about it because I felt they would 
be grossed out, and so that really affected me. Some of them would be so 
weirded out and they were like, "oh my God" and they didn’t know how 
to deal with it. (Liz, AU, 6yrs post-Dx, SCC) 
As the contexts of medicine and media no longer dominated everyday 
experiences, participants were confronted with a narrative void that was 
contextualised by the same conditions that existed prior to diagnosis. The 
predominant forces of youth and temporality again impacted everyday lives. Yet, 
revised worldviews had repositioned them in the “same” world with an altered 
perspective and as discussed in Chapter Five, such concepts had developed 
different meanings. 
Furthermore, the additional context of “youth cancer culture” had not been 
established in Australia. Hence, associated discursive conventions were simply 
not available to influence narrative and identity reconstruction. The absence of 
Australian AYA cancer vernacular thus appeared to create space within which 
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unprecedented stories could flourish. The following quotation illustrates how 
young Australian survivors invented new terminology and meanings to 
cognitively process their experiences. 
This is a weird way to describe it [cancer], but it’s like an orb. Like a sun 
and everything’s connected. You’re not really moving around it but 
you’re always connected. Everything brings you back to that...  
…Looking back on it, learning from it, using it as a positive. Because I 
use it when I’m in negative points in my life, as a positive… 
…When something happens in your life, it does bring you back to that 
point, because you think "well, how did I deal with that, probably the 
hardest thing that’s ever going to happen to me?" So yeah, it’s an orb, a 
point of reference. And I wonder where the hell I’d be without it, to be 
honest. (Lala, AU, 7yrs post-Dx, APL) 
On the one hand, therefore, the absence of cultural conventions defining youth 
cancer in society meant that personal reflections, rather than socially derived 
meanings, had greater space to be explored. Values and priorities could thus be 
re-aligned according to newly acquired personal worldviews and philosophies. 
On the other hand, the private experiences and reflections of young Australians 
had limited social currency. Hence, young people were often left in a limbo state 
of not knowing how to proceed with life and how they were socially positioned. 
This was especially true for participants who had finished treatment relatively 
recently.  
Although it was apparent that biomedical discourse continued to play a 
significant role in shaping young survivors’ relationships with time and the 
uncertainty of the future, previously held beliefs about biographical trajectories 
were evaluated according to factors that were deemed to be personally (rather 
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than socially) meaningful after cancer. Thus the narrative developments and 
identity constructions of young cancer survivors in Australia varied more notably 
than in England or the US. It is likely that this is a consequence of a lack of 
common youth cancer culture. Hence, without the social and political conditions 
that had been instrumental in evoking cultures of advocacy, education, or peer 
mentoring in England and the US, the survivorship experiences of young 
Australians were rarely shared and thus were largely unheard.  
In summary, significant progress has been made in the development and 
implementation of service delivery models according the varying demographic 
and geographic needs of Australian state government healthcare jurisdictions. To 
date, developments have been largely confined to clinical settings and thus focus 
on the provision of age-appropriate care during treatment, while there is limited 
follow-up or transitional care. This research indicates that the “top-down” 
conceptualisation of AYA cancer patients as a distinct demographic has not 
coincided with a “bottom-up” groundswell of young people asserting themselves 
as a unique group. This is largely because low patient numbers and the tyranny of 
distance in Australia impede the mobilisation of a critical mass of young people. 
Consequently, there is limited public acknowledgment that cancer occurs in this 
age group. Hence, discourse regarding AYA cancer has largely derived from 
institutionalised medicine and other cancer organisations, such as CanTeen.  
The Australian phase of the study provides insight into how media 
representations that frame AYA cancer as exceptional and cancer survival as 
heroic were instrumental in shaping post-cancer narratives and identities. But in 
contrast with the US and England, media-related roles in survivorship tended to 
be time-limited. As survivorship continued without the guidance of established 
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youth generated cancer culture, narratives developed from that which was 
deemed to be personally meaningful, rather than socially conformant to the 
contexts of youth or illness. Indeed, the process of developing purpose and 
meaning according to newly revised worldviews was often perceived to be 
liberating. Yet, this process was largely undertaken in social isolation thus 
presenting ongoing challenges associated with developing post-cancer narratives 
that accorded with the conditions of both self and world. As a result, the young 
survivors in Australia were often comfortable with their developing self-concept 
and sense of purpose in life. Paradoxically, however, it was perceived the concept 
of young adult cancer survivorship did not quite “fit” an everyday social world.  
AYA cancer care is a burgeoning sub-specialty of oncology in Australia. Hence, 
it is yet to be seen how, or indeed whether, AYA patient/survivor driven 
discourse will evolve in conjunction with ongoing developments in AYA cancer 
care in the medical domain. Without a critical mass and greater opportunities for 
consumer involvement in cancer policy more broadly, it is debatable whether 
young people’s voices will be heard at all. 
7.5 Reflecting on culture and environment: summary 
Chapter Seven highlighted the most prevalent differences experienced by young 
cancer survivors in England, the United States of America and Australia. The 
research indicates that survivor self-concept and role positioning developed in 
relation to culturally specific contexts, including the nation’s political, healthcare, 
technological, geographical and socioeconomic infrastructure. Indeed, AYA 
cancer survivors, and the social (predominantly healthcare) structures that define 
them as a distinct group, are embedded in such sociocultural contexts and are 
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thus engaged in a continual process of interaction. Hence, interpretative interplay 
between young survivors’ experiences of meaning-making and identity formation 
developed in negotiation with the evolving social construction of AYA cancer 
survivorship. 
In England, the dominance of national cancer policy and advocacy initiatives 
promoting age-specific treatment settings and youth cancer culture precipitated a 
significant shift in the cancer survivorship experiences of young people. Tensions 
were apparent between unprecedented levels of peer support and social belonging 
for the young survivors and the accompanying contingencies of survivor guilt, 
communal loss and fear resulting from witnessing peers die. It was further 
evident that collaborations between institutions (such as TCT) and young people 
were instrumental in developing youth cancer discourse and beneficial 
partnerships. It is proposed that strengthening such collaborations and 
arrangements between young people, community groups and the healthcare 
system will further establish a youth cancer culture that is representative of the 
holistic experiences of this distinct group. 
The United States is similarly paving the way for future models of young adult 
survivorship care; however, this is evolving in negotiation with different political 
and cultural conditions, particularly the fragmented healthcare and insurance 
systems. The research indicates that narratives and identities of young American 
survivors were primarily shaped in relation to positions of advocacy informed by 
cultural ideologies that recognise social action and personal strength. Such ideals 
enabled meaning and purpose to be developed by using cancer survivorship as a 
resource in temporally relevant, socially endorsed activities. Furthermore, 
commercial marketing campaigns and social media reinforced legitimated public 
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positions that idealised “successful survival”. Hence, tensions existed between 
the public narratives that socially empowered young people and the private 
reflections that engendered feelings of isolation and inadequacy.  
Although the experiences of young survivors in England and the United States 
considerably varied, both countries have witnessed the development of AYA 
cancer discourse beyond the confines of a hospital setting. While it is laudable 
that Australia is drawing from the experiences of international models of care and 
designing regionally appropriate models that account for geographical distances 
and low patient numbers, the concept of cancer survivorship remains poorly 
understood and bound by biomedical discourse. To date, the focus has been on 
the treatment period and the development of age-appropriate hospital services. 
Hence, the research frames the issue of social isolation as central to the 
experiences of young Australian survivors. This was further compounded by 
(limited) media representations of AYA cancer as an aberrant phenomenon and 
the lack of critical patient mass to facilitate peer group normalisation. In 
Australia, cancer survivorship was thus primarily constructed from a medicalised 
viewpoint and inadequately represented young survivors’ experiences. 
Chapter Seven provided insight into how sociocultural contexts, dominant 
cultural discourses and politicised healthcare conditions impacted the experiences 
of young survivors. It has been seen that survivorship narratives and identities 
were verified in reflexive response to broader social structures. Chapter Eight 
concludes the discussion by synthesising and critically reflecting upon key 
findings from Chapters Five, Six and Seven. In particular, the significance of 
temporality in young adult cancer survivorship is discussed. Indeed, a new 
agenda for future research, service development and social understanding about 
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AYA cancer survivorship can develop by reconceptualising cancer survivorship 
beyond the confines of biomedicine and by centralising temporality in 
survivorship discourse.  
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 Synthesis and Future Directions Chapter 8:
And once the storm is over, you won’t remember how you made it 
through, how you managed to survive. You won’t even be sure whether 
the storm is really over. But one thing is certain. When you come out of 
the storm, you won’t be the same person who walked in. That’s what this 
storm’s all about (Murakami, 2006, pp. 5-6).  
8.1 Introduction 
The study frames the experience of cancer survivorship as a continual, dynamic 
and ever-changing process. The myriad of diseases, treatment options and 
outcomes, healthcare and socioeconomic environments and the bio-psychosocial 
circumstances of an individual initiate a variable suite of cancer survivorship 
experiences that evolve over time. The findings reported in the previous three 
chapters illustrate how such evolutions are circumscribed by sociocultural and 
sociohistorical conditions and processes. It was apparent that the young survivors 
engaged in a transitional process of re-creating assumptive worldviews, meanings 
and social positioning by recalibrating temporal perspectives. 
The concept of survivorship, therefore, cannot be apprehended in the moment 
and constrained by definition as a physical, social or psychological condition. As 
with human existence and personal identity more generally, cancer survivorship 
is an ever-mutable process of perceiving, of re-positioning, of becoming. Hence, 
the ontological state of “being” a cancer survivor evolves in concomitance with 
the epistemological experience of finding meaning, negotiating social roles and 
developing identity. By exploring the experiences of young adult cancer 
survivors in Australia, England and the United States, the study thus rejected the 
traditional biomedical focus on dissecting survivorship into clearly defined stages 
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(e.g. Mullan, 1985). Rather, survivorship came to be understood as a socially 
contextualised and temporally and linguistically mediated process. The narratives 
of long-term survival framed the concept of time as central to this process. 
Indeed, altered beliefs in temporal progression and biographical chronology 
impacted the organisation of time, the structuring and significance of life events, 
and the use of time as a resource, thereby implicating every aspect of young adult 
cancer survivorship. 
While cancer survival is experienced on a personal level (and thus individual 
experiences must be granted due recognition and respect), the concept of 
survivorship is a socially constructed phenomenon. Hence, in-depth 
understanding cannot be reached by conceptualising it solely in relation to (and 
as an extension of) the physiological state of disease and its biomedical 
management. On the contrary, the research was based on the hermeneutic 
premise that individuals actively construct their social realities within the 
parameters of particular sociohistorical and sociocultural contexts and through 
the use of common language (Gadamer, 1960/2004). As such, the approach 
undertaken in this study was to critically explore the sociocultural practices and 
traditions that shape cancer survivors’ experiences in an everyday world. An 
attendance to the conditions contextualising young cancer survivors’ lives thus 
enabled a multi-layered understanding of their experiences and meanings. The 
roles of language, culture and environment in the process of meaning and identity 
formation were examined.  
The aim of the study was to develop a new understanding about how young 
survivors conceptualise meaning in life. This research also sought to shed light 
on the various cultural processes and conditions as they interacted with the self-
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reflexive agency of individuals. Hence, the experiences of 46 young adult 
survivors (including the researcher) joined together to develop meaning and 
understanding around cancer survivorship as a process. In-depth understanding 
was possible as both the researcher’s and participants’ horizons, including 
preconceptions and prejudices, were openly identified and accessed. The findings 
contribute to knowledge in illuminating how sociocultural contexts influence 
how young people position themselves and are socially positioned in adulthood 
relative to their post-cancer experiences. It was demonstrated that specific factors 
related to the concept of temporality in western societies and in youth, the 
biomedical model, the social depictions of illness and survival, and the national 
healthcare system, collectively framed the development of meanings and 
identities in adulthood. 
Throughout this thesis it has been argued that finding meaning and purpose in life 
contributes to overall quality of life and that the restoration of narrative cohesion 
is fundamental to meaningful survivorship. As noted in Chapter Two, previous 
research has illustrated that finding meaning in life is a central concern for cancer 
survivors (Peck, 2008) and can assist in making sense of the cancer experience 
(van der Spek et al., 2013). Chapter Eight expands upon these assertions by 
centralising the concept of time in the phenomenon of AYA cancer survivorship. 
It is argued that incorporating temporality into the social and biomedical 
discourse of cancer survivorship has far-reaching implications for policy and 
practice. 
The chapter firstly discusses how the concept of cancer survivorship in 
biomedical culture has recently evolved as a “chronic condition” (McCorkle et 
al., 2011). It is seen how the historical shift in healthcare focus from the 
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pathological dimensions of disease, to the management of physical function over 
a lifetime, has influenced recent definitions of cancer survivorship (Ganz, 2007). 
Importantly, by acknowledging the chronic nature of cancer survivorship, the 
elimination of (acute) disease no longer equates with the end of healthcare 
responsibilities. This study argues, however, that cancer survivorship needs to be 
conceptualised both within and beyond medical culture. By shifting the concept 
of cancer survivorship beyond the limits of biomedical discourse an in-depth 
understanding of the complex matrix of young people’s (personal, social and 
medical) survivorship experiences can develop. The conceptualisation of AYA 
cancer survivorship as a “chronic condition” therefore needs to be further 
expanded to encompass the new temporal perspectives of survivors and the 
milestones associated with the period of youth. 
Secondly and in so doing, the key findings from Chapters Five, Six and Seven 
are synthesised to provide a theoretical framework that elucidates the significance 
of temporality in AYA cancer survivorship. Central to the discussion is the 
interplay between the personal experiences of young people as they are contested 
and altered by cancer survival, how their meanings and identities are negotiated 
in a social world, and the cultural and political influences, including the 
healthcare imperatives of western cultures. From here, the chapter critically 
reflects upon tensions between the experience of temporality in survivorship and 
the social construction of time in youth and in broader western society. The key 
concept of “survivor time” is posed as central and distinctive to the experiences 
of this demographic. The term “survivor time” has been coined to encapsulate the 
process and significance of altered temporal perspectives to manage uncertainty 
and develop meaning. It is argued that the ability to regain life authorship, social 
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connectivity and narrative cohesion is related to the extent to which new 
survivorship narratives that locate meaning in present time (or “survivor time”) 
can be reconciled with social constructs that privilege linear time. 
Thirdly, the chapter engages in an exegesis of how the theoretical propositions 
developed in this research project implicate policy and practice. As such, an in-
depth understanding of the socially contextualised “whole” process of AYA 
cancer survivorship and an appreciation of the values and discourses of 
sociocultural traditions, can subsequently enable new knowledge to be inserted 
back into the medical domain. Such an approach necessitates alternative models 
of survivorship care that transcend the positioning of cancer survivorship within 
biomedical culture. Hence, three key implications for policy and practice are 
posed that focus on temporality, narrative reconstruction and collaborative 
healthcare discourse. It is argued that the development of shared language and 
resources across healthcare sectors, community organisations and survivorship 
groups is key to identifying and overcoming barriers to understanding and thus 
creating space for positive change. Findings from the research conducted in 
England, the United States and Australia are briefly discussed to provide insight 
into the way forward for developing a new AYA cancer survivorship agenda that 
represents a broader understanding of the experiences of this distinct group. 
Finally, the chapter contextualises the research contribution of this study in the 
broader AYA cancer and survivorship literature and discusses future directions 
for the field of AYA cancer survivorship. Findings from this study expand an 
understanding of the significance of temporality in AYA cancer survivorship. 
This research points to a need to explore the concept of “survivor time” in future 
research and to incorporate it into the development of new survivorship agendas. 
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It is argued that collaborative development and equal ownership of such projects, 
by young people, healthcare providers and the community sector will mean that 
responsibility is shared for the outcomes and sustainability of future survivorship 
initiatives.  
8.2 Beyond biomedical discourse: the chronic nature of survivorship  
Fundamental to this study is the recognition that hermeneutic interpretations 
involve a critical analysis of tensions between the past and the present as well as 
an exploration of the social and cultural frameworks that are often hidden from 
understanding (Gadamer, 1960/2004). As argued in Chapter Three, language is 
central to understanding and is therefore instrumental in revealing the prejudices 
and preconceptions that inform broader historical, cultural and social structures. 
Hence, the process of identifying and critiquing linguistically mediated 
constructs that condition the phenomenon of young adult cancer survivorship 
endowed the study with a critical dimension that has the potential to generate 
meaningful change. As argued by Gadamer (1960/2004), if realities manifest 
from linguistic practice, the development and employment of relevant language 
can generate alternate meanings. The development of culturally relevant 
discursive tools is key to this. As noted, discourse is defined in this study as 
language used in various contexts and across multiple forms of communication. 
So while the focus of the research was to explore how socially situated language, 
or discourses, shaped the development of young survivors’ meanings and 
identities through time and space (and how those discourses concurrently 
evolved), it was also acknowledged that these conditions will change over time.  
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Evaluation of conditions and processes as generated by cultural discourse thus 
situated the phenomenon and presented space for new perspectives to develop. 
Hence, it was necessary to reflexively analyse the discursive contexts that frame 
the concept of cancer survivorship. This study thus provides insight into a 
complex matrix of personal and contextual conditions that frame cancer 
survivorship, some of which are reflected in the following statement.  
On the one hand, survivors of all types want to be heard, want control, 
and want choice. More than anything else, they want health, longevity, 
and quality of life. On the other hand, the road to these outcomes is 
riddled with obstacles involving profit motives, medical uncertainty, 
treatment modalities, access to quality care, social expectations, and other 
factors affecting health (Sulik, 2013). 
As the temporal and spatial origin of cancer survivorship, biomedical culture was 
the starting point of analysis. Of course, biomedicine is shaped by the 
sociocultural contexts wherein it is practised and that have evolved over time 
(Kleinman & Hall-Clifford, 2010). This is evident in the research of Vaughn et 
al. (2009) who explored different cultural groups and the diversity of belief 
systems regarding health and healing in comparison to the western biomedical 
model of medicine. Gaines and Davis-Floyd (2004) similarly distinguished 
biomedicine from professional medicines of other cultures by emphasising that 
westernised professional medicine predominantly focuses on biological 
medicine. Biomedicine thus is framed as a complex cultural construction that 
consists of a set of internal beliefs, rules and practices. It has evolved its own 
distinct culture characterised by economic interests, professional codes and 
institutional arrangements (Kleinman & Hall-Clifford, 2010). Despite the 
objectivity implied by the scientific principles underlying western medicine 
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(Polkinghorne, 1983), biomedicine is thus bound by a multitude of assumptions 
and beliefs developed throughout western history and culture.  
Within the culture of biomedical medicine, cancer is increasingly described as a 
chronic condition or chronic disease in acknowledgment of the ongoing and often 
delayed physiological and psychological cancer sequelae (Hewitt et al., 2006; 
McCabe et al., 2013). Historically, the definition of “chronic disease” has 
evolved from the 19th century focus on pathology and the use of symptom 
characteristics to identify disease types, to the more recent emphasis on a 
patient’s capacity to function (Armstrong, 2014). As such, chronic disease in the 
mid-20th century was “…defined as any deviation from health that affects a 
person’s total life pattern in a significant way because of either duration or 
prolonged after-effects” (JAMA, 1950, p. 466). Hence, a condition was generally 
referred to as “chronic” in acknowledgement of the impact a collection of 
symptoms may have on people’s lives. Indeed, the focus on an individual’s 
functional capacity over time represents the beginning of the end for a 
biomedical culture that equated health with the absence of pathological disease 
and therefore the healthcare remit extended beyond acute conditions (Armstrong, 
2014). 
Institutionalised affirmation that the cancer experience does not finish when 
treatment ends is laudable, as it shifts the dialogue beyond healthcare 
configurations that support the resolution of acute conditions. This cultural shift 
from vertical to horizontal healthcare has significance for those impacted by 
cancer. As such, cancer care directives (potentially) support the lifetime 
continuum that stretches from prevention to the end of life, with early detection, 
diagnosis, treatment, and survivorship in between (McCorkle et al., 2011). While 
Chapter 8: Synthesis and Future Directions 253 
translation of this principle into practice does not always occur (Earle & Ganz, 
2012), a general assumption propagated among the healthcare professions, is that 
the elimination of disease no longer equates with the restitution of wellness nor 
the end of their healthcare responsibilities. Indeed, recognition of the distinctive 
nature of cancer survivorship has initiated a (largely medically driven) 
survivorship discourse that paves the way for further research and knowledge 
development. By conceptualising the cancer survivorship experience as a 
continuum (Ganz, 2007), a rationale can be provided for the development and 
implementation of survivorship care models in healthcare policy and practice. 
Accordingly and as noted in Chapter Two, cancer survivorship has recently 
become an area of international focus among multidisciplinary oncology 
communities. 
The recent construction of survivorship as a chronic condition aims to centralise 
life trajectories (rather than pathologies) in clinical practice. In so doing, illnesses 
and associated effects can be surveyed and managed during their temporal 
course. Within such time/space paradigms, medical responsibility for (mere) 
survival dominates policy and practice. Of course, sustaining biological longevity 
has traditionally been the underlying principle and ethical framework of 
westernised healthcare. As such, the culture of western medicine has positioned 
healthcare and human longevity as related concepts and as suggested by Kearl 
(1989), these are now viewed as sociopolitical rights.  
The specific recommendations of the influential report by the Institute of 
Medicine, From Cancer Patient to Cancer Survivor: Lost in Transition (Hewitt 
et al., 2006) support these healthcare principles. This seminal document outlines 
the four key objectives of survivorship care as: the prevention and detection of 
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new cancers and recurrent cancer; surveillance for cancer spread, recurrence or 
second cancers; interventions to deal with the consequences of cancer and its 
treatment; and coordination between specialists and primary care providers 
(Hewitt et al., 2006).  
The focus on medical surveillance is apparent and necessary. It underpins the 
central concern of cancer patients (and the biological imperative of all 
organisms): the will to survive. But it is important to note the pervasiveness of 
medical knowledge in sociocultural meanings and understandings. As 
emphasised by Foucault, medical discourse socially constructs knowledge about 
the body such that a “disease entity” is entirely the product of medical discourses 
(Foucault, 1989). Hence, it is an argument of this study that the recent biomedical 
construction of the “cancer survivor” as a distinct clinical entity means that the 
life experiences and identities of cancer survivors may also medicalised. On the 
contrary, by positioning cancer survivorship as a mode of human existence more 
broadly, the question needs to be asked: is it the sole responsibility of biomedical 
culture to attend to the social, existential and practical dimensions of 
survivorship? This question will be explored below.  
In acknowledging the chronic nature of cancer survivorship, Baney et al. (2014) 
argue that the healthcare paradigm must shift from a model that focuses on 
“illness” to that of “optimum wellness” as patients are living longer and 
experience ongoing effects of cancer and treatment (p. 1). They suggest that 
management models designed for those living with other chronic conditions are 
applicable to cancer survivorship care planning. The engagement of primary 
healthcare physicians is emphasised in such an approach. Accordingly, shared 
care across acute and primary care settings has been a recent focus in cancer 
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survivorship discourse (Brennan & Jefford, 2009). However, the findings of this 
study demonstrate a need to expand this concept of shared care beyond healthcare 
directives and across disciplines and settings to achieve an interdisciplinary and 
holistic approach. In so doing, it is argued survivorship discourse can evolve to 
include new perspectives and thus new ways of conceptualising survivorship.  
But while the IOM principles espousing shared care models and multidisciplinary 
teams have been internationally recognised as the benchmark for survivorship 
care, they are inadequately addressed within current healthcare systems (Jefford 
et al., 2013) and are constrained by biomedical discourse. A major barrier to the 
reconceptualisation of cancer survivorship outside oncology is current healthcare 
funding systems that are driven by traditional methods of medical surveillance 
for disease recurrence. Earle and Ganz (2012) highlighted that multidisciplinary 
survivorship care is not only a largely unfunded mandate, but also oncology 
practises are at full capacity and so opportunities for the provision of 
comprehensive care are constrained. They further note that limitations to the 
healthcare workforce and rising healthcare costs represent significant challenges 
to the provision of survivorship care. Furthermore, primary healthcare settings 
have limited knowledge about the ongoing healthcare needs of cancer survivors 
(Brennan & Jefford, 2009). So while cancer survivorship has recently been 
delineated as a “chronic condition”, it is apparent that the complex issues 
encountered in survivorship are poorly addressed, even within healthcare systems 
that may acknowledge them. Hence, survivorship care is still primarily 
operationalised in relation to the physiological state of disease.  
However, insights from this study frame cancer survivorship as a mode of human 
existence rather than a consequence of disease. Although survivorship is likely to 
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be punctuated by illness, the experience is unlike illness because it is not solely 
about physiology, it does not have a completion point, and it frames the 
remainder of life. Furthermore and as noted in this research, cancer survivorship 
is embedded in cultural and experiential contexts and is mediated by the use of 
language. Critically, the way a concept is discussed and the language used 
situates personal experiences within social and discursive contexts. As discussed 
in earlier chapters, the concept of cancer survivorship differs from other chronic 
diseases because of the social imagery associated with the words “cancer” and 
“survivorship” (Sontag, 1978; Sulik, 2013). This implicates how cancer survivors 
view themselves and are viewed in society (Magee & Scalzo, 2006). Hence, there 
are limitations to positioning cancer in relation to other chronic conditions or 
diseases that may have detrimental consequences for cancer survivors.  
Despite the important cultural shift from care models that centralise pathology to 
those that support physical functionality across a lifetime, it is apparent that there 
is further work to be done. The current biomedical approach to cancer 
survivorship contributes to the loss of a holistic understanding of young people’s 
survivorship experiences. As argued, delineating cancer as a chronic condition 
potentially medicalises the life experiences and identities of cancer survivors. 
Furthermore and as noted by Bell (2012), increasing interest in cancer 
survivorship as a psychosocial phenomenon has resulted in a growing push to 
intervene in and “enhance” the lives of cancer survivors. In so doing, 
survivorship research to date has conceptualised cancer survivorship as a problem 
that requires intervention. Although cancer survivorship is indeed “chronic”, this 
study demonstrates that its complexity warrants a (non-pathological) dialogue 
beyond the confines of biomedical and psychological discourse. It must be 
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recognised that while disease and treatment are managed and thus largely 
constrained within the cultural practices of institutionalised healthcare, cancer 
survivorship is experienced in everyday society.  
Grinyer (2007a) also referred to the “chronic” nature of cancer survivorship; 
however, her argument centres on the biographical disruption to the life stage 
transitions and identities of AYAs as they miss out on developing a sense of 
social belonging and common experience with peers. For Grinyer, biographical 
disruption also involves a disruption to the sequential story a young person shares 
with others to portray identity and develop a sense of social cohesion. Hence, 
Grinyer’s portrayal of the chronic nature of cancer survivorship as a mode of 
human existence, rather than as a medical consequence, points to the social and 
discursive constructions of the term. Yet, while characterising illness as a 
disruption to life trajectories is common in the psychosocial illness literature 
(Jordens et al., 2001), this study has shown that the timing of an AYA cancer 
diagnosis and the transitional nature of youth has far-reaching consequences for 
post-cancer adulthood meanings and identities. It is thus argued that a cancer 
diagnosis at the critical stage of entry into adulthood not only disrupts many of 
the foundational life tasks necessary for the development of sustainable 
livelihoods, but also alters life trajectories. As such, meanings ascribed to cancer 
and survivorship experiences impact young people’s social roles and abilities to 
evolve stable adulthood identities.  
Hence, it is argued that conceptualisation of AYA cancer survivorship needs to 
encompass the complexity of life more broadly by acknowledging new 
milestones and life transitions relevant for young survivors, not only a 
consideration of those characterised by youth. As such, cancer survivorship 
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includes existential, social, and practical issues encountered in everyday life that 
are (perceived to be25) related to a cancer experience. Such an approach does not 
detract from the biomedical imperative to support the (medical and 
psychological) healthcare needs of young people. Rather, expanding the concept 
of cancer survivorship involves creating opportunities for the reappraisal of post-
cancer meanings beyond biomedicine.  
The study thus frames meaningful (rather than functional or “successful”26) 
survival as a central concern for survivors. Indeed, the importance of leading a 
meaningful life (and being recognised by self and society as doing so) has 
implications for the way that cancer survivorship needs to be conceptualised. 
This study therefore argues that supporting positive meaning-making in young 
adult cancer survivorship is as important as well-established healthcare 
interventions that improve physical function, facilitate social support, or decrease 
distress. This proposition is grounded in the psychosocial oncology literature 
wherein it is demonstrated that finding meaning in the context of cancer 
improves emotional wellbeing, greater social adjustment and decreases suffering 
(e.g. Greenstein & Breitbart, 2000; Lethborg et al., 2008; van der Spek et al., 
2013; Zebrack, 2000).  
The study expands upon the existing body of knowledge by identifying that 
young people’s experiences of time are central to the meanings and identities 
developed in adulthood. Opportunities to restore narrative integrity within new 
time/space dimensions (in daily living, in social contexts and in healthcare) are 
                                                
 
25 Personal perception of survivorship issues is critical to this discourse. In the context of supporting young cancer survivors, it 
is impossible (and unnecessary) to differentiate life experiences that have been shaped by a cancer experience from those that 
would have occurred otherwise. Thus it is not the responsibility or right of the health professions to determine which life 
experiences are consequences of a cancer experience and which are not.  
26 The elements of “successful survival” are discussed in Chapter 6. 
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fundamental to meaningful survivorship. This has the potential to pave the way 
for the (collaborative) development of a new socially legitimated and 
authentically representative cancer survivorship discourse that acknowledges and 
validates the broader life experiences of AYA cancer survivors. The following 
section therefore expands the survivorship discourse beyond a biomedical agenda 
by exploring how particular westernised sociocultural traditions and practices 
interact with young survivors’ temporal perspectives.  
8.3 Critical reflections on youth and survivorship in the context of time 
The hermeneutic focus of the study brought to light the temporal ethos of AYA 
cancer survivorship. Despite the distinctiveness of each country’s healthcare, 
cultural and social environments, tensions between past, present and imagined 
futures resonated throughout participant narratives. While the research did not set 
out to focus principally on temporality when analysing young adult cancer 
survivorship, it became evident that in youth, temporal awareness and 
significance were contested and irrevocably altered by a cancer diagnosis. The 
development of revised temporal perspectives circumscribed every aspect of 
young survivors’ experiences in adulthood.  
The research suggests that fluctuations in young survivors’ temporal experiences 
occurred on a number of levels. Threats to mortality and (life) time expectancy 
initiated a process of temporal recalibration on a personal level, whereby the 
central tenet was the uncertainty of the future. Chapter Five discussed how fear 
of cancer recurrence represented a threat to the temporal integrity of personal 
identities, challenged anticipated future trajectories and led to altered behaviours 
in the present. Existential anxiety in survivorship is generally recognised in the 
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psychosocial literature as indicative of post-traumatic stress disorder (PTSD), 
defined by certain psychological symptoms following a life-threatening event 
(Kangas et al., 2002). However, this study suggests that although distressing, 
disruptions to existential belief systems were natural responses to confrontations 
with personal mortality. This accords with research by Little et al. (2001; 2002) 
wherein it is argued that existential tensions characterise the normal psychology 
of survival and that classic PTSD symptoms such as recurrent nightmares, 
flashbacks, obsessional thoughts or lack of concentration do not usually manifest 
in survivorship. Indeed, for the participants in this study, such tensions were 
present-focused rather than experienced in retrospection to the period of illness 
(as would be the case in PTSD). Furthermore, existential re-evaluations in the 
context of cancer were seen to precipitate increased levels of meaning and 
purpose in life.  
By altering temporal perspectives to privilege the present, time was experienced 
as a precious commodity to be consciously managed in the contexts of mortality 
and physical fragility. Surviving cancer thus initiated a process of re-evaluating 
life priorities to develop new ways of engaging with the world. Time and energy 
were expended upon the activities and people that young survivors determined to 
be worthwhile and others were dismissed. This engendered a sense of personal 
responsibility to time appropriation and the desire not to “waste time”. The 
(whole and non-linear) process of restructuring temporal perspectives to evaluate 
and create meaning is referred to as “survivor time” and is representative of the 
hermeneutic circle whereby movement between parts (temporal and contextual 
experiences) and whole (the phenomenon of cancer survivorship) is circular and 
iterative. 
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This approach to temporality bears similarity to Heidegger’s concept of being 
whereby human existence is defined by finitude (Heidegger, 1962). As such, time 
is not positioned relative to eternity (as in western temporal structures) but rather, 
time (and existence) finds its meaning in death. However, this study departs from 
Heideggerian philosophy by arguing that an acute awareness of mortality 
engendered a process of disconnecting from the future, rather than living in 
relation to impending death. Altered present realities and future possibilities 
meant that young survivors redefined meaning and purpose in life by locating 
experience in the present. For young survivors, reasons to live that were not 
contingent upon future time thus developed from presently purposeful, rather 
than linearly progressive, activities. This shift engendered intentionality towards 
temporally relevant, meaningful goals and enabled the development of legitimate 
social positioning beyond an illness discourse. This is supported by Lethborg et 
al. (2008), who argued that the manifestation of personal meaning through 
purposeful activity in everyday life informs an individual’s actions and goals.  
Chapter Six discussed how temporal recalibrations were not negotiated in 
isolation from the sociocultural milieu wherein young survivors were situated. As 
noted, sociocultural contexts influence how individuals develop meanings and 
identities. Indeed, Kleinman and Hall-Clifford (2010) argued that culture has the 
biggest impact over illness experiences and thus affects every aspect of life. 
Cancer survivorship was therefore socially contextualised by the processes of 
everyday living through work, families, and social roles as well as physical 
limitations and the requirement for ongoing medical intervention. “Survivor 
time” was thus negotiated within the social contexts of, for example, 
relationships, education and work environments thus adding an extra layer of 
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complexity to adulthood and survival. Critically, the dominant cultural discourses 
and temporal perspectives surrounding the concept of youth impacted young 
survivors’ meaning-making processes.  
The research indicated that personal perspectives of “survivor time” conflicted 
with conventional notions of linear progression, wherein temporal experience 
appears as moments or discrete points along a unidirectional timeline (Adam, 
1990). As time since treatment increased, temporality may indeed have been 
apprehended to find meaning in the present; however, social structures and 
institutions continued to be regulated according to clock time that espouses past, 
present and future constructs. By focusing on the present, young survivors were 
freed from having to conceive of a meaningful future, thus enabling a degree of 
control over time, rather than being controlled by time. Yet, survivor time 
conflicted with western concepts of linear temporality that privilege achievement 
and also the medically regimented temporal frameworks of routine testing and 
time-measured statistics.  
Chapter Six discussed how such tensions manifested in young survivors’ 
narratives and engendered conflicting public and private identities. While the 
development of a public identity was perceived to be a necessary post-cancer 
enterprise, without shared language and understanding, such narrative 
constructions inadequately represented private reflections and experiences. 
Rather, young survivors’ narratives were mediated by common discursive 
practices including those inherent to youth and biomedicine, social and media 
depictions of illness and survival, and as has been demonstrated in Chapter 
Seven, a country’s political climate and healthcare system. Personal narratives 
were thus contingent upon dominant discourses (including recent AYA 
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healthcare initiatives). This study illustrates that young people’s survivorship 
stories developed as reflexive negotiation, necessary deference, or conscious 
subversion around pervading social conditions. Hence, it was apparent that the 
struggle over who or what “owns” their time and thus their narratives implicated 
personal identity, life authorship and social connectivity. As noted by Cassell 
(1982, p. 33), 
…suffering occurs when an impending destruction of the person is 
perceived; it continues until the threat of disintegration has passed or 
until the integrity of the person can be restored in some other manner.  
The young survivors were challenged to reconcile temporal tensions and to 
engage in new socially appropriate actions, relative to their physical capacity to 
do so. It was apparent that the process of narrative restoration was one of finding 
coherent threads between revised personal meanings and social expectations. 
While Little et al. (2002) framed the concept of cancer survivorship as continuity 
or discontinuity of identity, this research study proposes that purpose (rather than 
order) was the focus in survivorship. As such, coherence of identity and social 
positioning could develop from purposeful, rather than linearly progressive, 
activities. Furthermore, purposeful activity provided a framework for 
comprehending cancer experiences within revised temporal structures. This 
research thus frames the identity work of young adult survivorship as the 
reconciliation of pre-cancer with post-cancer narratives and public with private 
narratives. The ability to negotiate and create purpose within this nexus of time 
and space and maintain meaningful relationships with others underpinned the 
meanings young survivors ascribed to their cancer and survivorship experiences.  
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It could be argued that such tensions are experienced by survivors of all ages. As 
discussed in Chapter Five, temporal perception is heightened by an acute 
awareness of personal mortality that accompanies a life-threatening event. Hence, 
it is likely that temporal reflections are ubiquitously experienced in survivorship. 
Indeed, the propositions of Chapter Five point to an inevitable schism between 
survivor time and linear time as a consequence of confronting mortality amid the 
dominant discursive contexts of western society. However, it is argued that the 
temporal experiences of cancer survivors diagnosed in youth are distinct from 
other age groups because of both linguistic and contextualised meanings. Even 
prior to data collection and analysis, reflections on the definition of each 
construct revealed a very obvious point; both youth and survivorship are defined 
and conditioned relative to temporality.  
On the one hand, “youth” is broadly defined as the time-bounded period between 
childhood and adulthood. Relative to older generations, the biographies in youth 
are (temporally) short and lived as precursory to adulthood, while future lives are 
envisaged to be (temporally) long and replete with expectations for a complete 
adult life. As stated by Wyn and White (1997, p. 11), “If youth is a state of 
‘becoming’, adulthood is ‘arrival’”. As noted in Chapter Five, young people 
relate to the future as an exponential resource and are thus continually creating 
their futures by attending to the present. Investing in future time thus reflects a 
sense of physical invulnerability and belief in future existence. Giddens (1991) 
described this process as “colonising the future”.  
Conversely, healthcare systems define and measure cancer survivorship as time 
(days, months, years) lived since initial diagnosis (National Comprehensive 
Cancer Network, 2012). As such, cancer treatment is prescribed with the goal of 
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providing improved quantity (or quality) of patient survival (Peppercorn et al., 
2011). Although future uncertainty is medically managed through the use of 
statistics (e.g. the five-year survival rate), survivorship is experienced as 
vulnerability to recurrence and disbelief about the existence of future time.  
Hence the juxtaposition of the concepts of youth and survivorship reveals an 
inherent contradiction for young survivors. Where the positioning of youth as a 
process of “being-towards” adulthood necessitates future thinking, the 
positioning of survivorship as “being-since” diagnosis apprehends time in the 
present27. Hence, the tensions provoked by cancer survivorship are arguably 
more pronounced for young people than for other age groups.  
Furthermore, the social expectations and life tasks associated with youth are 
contingent upon open-ended time perspectives to create future lives. The social 
rites of youth have been addressed in Chapter Two and include such activities as 
initiating education or careers, building stable relationships, and starting 
families. The meanings generated in “survivor time” and the life tasks 
characterising “youth” therefore fundamentally conflict. The research therefore 
illustrates that the temporal tensions resulting from surviving cancer are further 
exacerbated by the particular life stage of the participants as well as the linear 
perspectives of western society.  
While recalibrating temporal perspectives to locate meaning in the present may 
have provided reprieve at an individual level, the research illustrates that finding 
relevance in previously valued social structures was particularly challenging. In 
this study, cognitive dissonance was seen to develop in some young survivors 
                                                
 
27 This is exemplified by the concept of “borrowed time” as discussed in Chapter Six.  
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when attempting to reconcile survivor time with social practices that require 
future planning. It is thus argued that the requirement to negotiate (and reconcile) 
implicit and explicit schisms between the temporal structures of youth, of 
survivorship and in broader western society, differentiates the survivorship 
experiences of young people from those of other age groups. 
In summary, the significance of temporality in cancer survivorship points to a 
need to incorporate the concept of “survivor time” in the development of 
survivorship agendas. Acknowledgement of disparities between survivorship 
perspectives and cultural constructions initiates a discourse that can assist young 
survivors restructure narratives and reconcile private and public identities. 
Furthermore, identification with peers in similar social systems can normalise 
new survivorship perspectives and allay cognitive dissonance associated with 
temporal restructuring. As demonstrated in this research, for young people to 
reconcile cancer and survivorship experiences with everyday living, narratives 
need to fulfil the conditions of both self and world. Young survivors’ perceptions 
about how developing identities and social roles resonate with revised life 
philosophies shapes the way meaning and purpose evolve in adulthood.  
8.4 Implications for policy and practice 
Throughout the study it has been argued that finding meaning and purpose in life 
is a fundamental concern for cancer survivors and a key determinant of overall 
quality of life. As noted in Chapter Two, recent psychosocial research into 
meaning-making during cancer maintains that by attending to the “the existential 
plight of cancer” and finding meaning in life, this potentially enables individuals 
to make sense of their experience (van der Spek et al., 2013) and may promote 
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psychological wellbeing and quality of life (Lee, 2008; Lethborg et al., 2012). 
This research study highlights the limitations to current psychological approaches 
and thus expands on these assertions by framing the concept of time as central to 
meaning-making processes and narrative cohesion as fundamental to meaningful 
survivorship. From this, Chapter Eight has established that conceptualising 
survivorship as a mode of human existence, rather than a biomedical condition, 
can enable a holistic understanding of the life experiences of AYA cancer 
survivors. Importantly, the research maintains that neither young survivors, nor 
the social structures within which they are embedded, are denied the possibility 
for actively changing realities through the development of culturally relevant 
discourse.  
These research propositions are contextualised within the multidisciplinary 
oncology literature that highlight the chronic nature of cancer survivorship (e.g. 
Hewitt et al., 2006; McCabe et al., 2013), that positions AYAs as a distinct group 
(e.g Cancer Australia & CanTeen, 2009), and that emphasises the positive 
benefits of creating meaning following a diagnosis of cancer (e.g. van der Spek et 
al., 2013). The theoretical philosophies of Gadamer (1960/2004) and 
Wittgenstein (1953) further frame this research by affirming the transcendent 
potential of language. From this knowledge base, three key implications for 
policy and practice are provided. First, (the concept of) temporality is centralised, 
second (the power of) narrative is emphasised in third, the generation of a new 
(collaborative) healthcare discourse that supports meaningful young adult cancer 
survivorship.  
While this study addressed some of the shared cancer survivorship experiences of 
young adults, it was also apparent that the varied backgrounds and preferences of 
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young people indicate that the development of one model or approach would not 
be suitable. The argument against a “one size fits all” approach is underpinned by 
recent discussions that highlight the need for consideration of context when 
delineating the age of the AYA cancer demographic (Aubin et al., 2011). The 
same consideration and flexibility must also apply to cancer survivorship 
modeling. Hence, the principles outlined below are presented as guiding 
philosophies that can be incorporated into existing healthcare and/or social 
structures. Individual preferences and values and a flexible, collaborative 
approach are fundamental principles in the development of new AYA 
survivorship agendas. 
Centralising temporality 
First, this research builds upon the cancer survivorship literature by centralising 
the concept of time in the AYA cancer experience. Critically, the process of 
recalibrating temporal perspectives as a meaning-making function necessitates 
time perception and management to be considered in healthcare. It is thus argued 
that the significance of temporality in young survivors’ experiences justifies its 
centrality in the vision and design of future survivorship care models. As such, 
insights about “survivor time” will inform healthcare providers and others (e.g. 
community organisations and family members) to guide discussions and provide 
perspective on the concerns of young survivors, particularly in relation to 
negotiating fears of recurrence, managing social expectations to engage with 
“temporally progressive” activities and creating meaningful short-term goals that 
align with revised life philosophies. Given that approximately 75% of this patient 
group will survive at least five years (National Cancer Institute & Livestrong, 
2006), developing an understanding of survivorship experiences during this 
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period is important to ensure that young people can develop meaningful goals 
and thus sustainable future livelihoods. 
As noted by Greenstein and Breitbart (2000), having goals on which to focus can 
engender connectedness with others and temporal continuity to life. Hence 
programs and opportunities to help young survivors develop meaningful goals 
and to participate in peer group activities relevant to new post-cancer 
perspectives, will minimise disruption to biographical chronologies and threats to 
identity imposed by cancer. Research by Schwartz and Parisi (2013) indicated 
that young people with cancer had significantly more social support to achieve 
personal goals established in response to cancer, than goals not because of 
cancer. Whereas Oktay and Walters (1991) highlighted a disparity between what 
the professional literature suggested as helpful for improving quality of life in 
survivorship and that which cancer survivors viewed as important, with survivors 
perceiving social support to be more important than physical or psychological 
interventions. Hence, it is argued that opportunities for young people to 
reappraise post-cancer meanings within a range of social contexts (not only 
cancer-related contexts) will assist with positive meaning-making in young adult 
cancer survivorship.  
Consideration should also be given to the timing and flexibility of medical 
interventions and follow-up appointments and the language of prognosis and 
time-measured statistics. For this age group, negotiating appointment times in 
partnership with young people will engender a collaborative and trusting 
relationship between healthcare providers and survivors. The critical dimension 
of trust (Grinyer, 2009) can also be nurtured by acknowledging the range of life 
tasks associated with youth (such as school functions) as well as the new 
270 Creating Meaning: The Cancer Survivorship Experiences of Young Adults 
temporal perspectives and milestones of survivorship (such as remission dates). 
Recognising the social context of young people will create a shift in biomedical 
culture from a predominant focus on the healthcare or psychosocial “needs” of 
young people, to age-appropriate communication about the issues and values that 
they find to be meaningful.  
Morgan et al. (2010) argued that greater awareness is needed regarding young 
peoples’ desire for the support of peers affected by cancer and non-affected 
peers. This study thus proposes that beyond healthcare environments, 
opportunities for peer socialisation both within and outside survivorship 
communities can assist in negotiating new survivorship perspectives with those 
in broader society and create space for social connectivity and purposeful 
activity. Accordingly, recognition of disparities between personal and cultural 
(temporal) constructions can initiate a shared discourse of understanding that will 
enable young survivors to develop meaningful narratives and reconcile private 
and public identities. Hence, it is proposed that supporting temporal negotiations 
both within healthcare settings and in broader social contexts are as important as, 
and may enhance the efficacy of, well-established psychosocial interventions. 
Such a model would thus require the development of age-appropriate programs 
that promote meaning-making, in conjunction with early interventions that 
prevent or alleviate anxiety.  
The findings from the research conducted in England provide valuable insight 
into how the concept of temporality can be built into survivorship care. The 
philosophy of care underpinning the UK’s Teenage Cancer Units first centres the 
young person and then fashions essential healthcare around the young person in 
the context of their life. Morgan et al. (2010) proposed that developing an 
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effective care model for this age cohort requires acknowledgment that “the 
patient is first a normal young person who happens to have a diagnosis of cancer” 
(p. 4828). Such models support both the life context of the cancer patient 
(including family and significant others) and also provide the resources and 
infrastructure for staff to fulfill their primary healthcare mandate (Morgan et al., 
2010). The UK experience of program development indicates that for new 
initiatives to be appropriate for young people and thus accepted by this group, 
they were developed in partnership with young people impacted by cancer 
(Teenage Cancer Trust, 2014a).  
It is therefore argued that applying the principle of personhood before 
patienthood, in conjunction with new knowledge about temporality generated 
from this study, reimagines the ethos of survivorship care. In so doing, AYA 
cancer survivorship discourse would extend beyond healthcare and also attend to 
the complex matrix of practical, social and existential issues experienced as 
young people negotiate the challenges of both survivorship and adulthood. 
Hence, further research is needed to determine appropriate models that accord 
with these principles. It is important that such models are developed in 
negotiation with survivors and do not prescribe a “right” way to approach 
survivorship. 
Employing narrative 
Second, the fundamental human dimension of story-telling must not be 
overlooked. As noted, the function of language is not purely a form of 
communication but rather is a meaningful act in itself, constructing and 
reinforcing our understandings of the world (Wittgenstein, 1953). The 
272 Creating Meaning: The Cancer Survivorship Experiences of Young Adults 
development and employment of relevant language through narrative 
reconstruction therefore has the potential to generate alternate meanings and new 
ways of approaching complex issues. Narratives develop connections, coherence, 
meaning, and provide a framework for comprehending new experiences 
(Polkinghorne, 1992). It is thus proposed that following the disruption of cancer, 
opportunities to revise life stories or narratives are key to fostering a sense of 
identity. As such, narrative reconstruction can shape an autobiographical stance 
in survivorship and restore a sense of life authorship (Mathieson & Stam, 1995). 
As narratives or life stories occur in interaction, this has important implications 
for program development that provides opportunities for young survivors to 
socially validate and make sense of their cancer experiences in supportive 
environments. Again, it is critical that the provision of such opportunities occurs 
in a variety of social contexts, not only those associated with illness.  
This study demonstrated that the activity of recounting personal experiences has 
numerous functions. As such, narratives are understood to be interactions with 
self and others thus inform a continual readjustment of identity (Giddens, 1991). 
By attributing language to experience, narratives represent the vehicle for 
creating meanings (for the narrator) as well as understanding experiences (by 
others) (Jordens et al., 2001). Chapter Six argued that the discursive context of 
the story-telling enterprise shaped young people’s personal relationships with 
their cancer experiences and an array of socially legitimate positions. Hence on a 
personal level, the crafting of stories to represent (survivorship) experiences 
created linguistic connections about how particular meanings developed. The 
structural requirement for narrative integrity also enabled biographical 
chronologies and identities to be reconstructed. 
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At the broader level, the interactive nature of story-telling meant that narratives 
were fashioned within the social contexts wherein they are expressed. Hence the 
research indicates that reiterative narratives that highlight particular aspects and 
downplay others can alter the meanings ascribed to experiences. As noted by 
Collie and Long (2005), personal meanings are consolidated when they are 
received and correlated with others’ meanings. Enabling personal narratives to be 
socially validated in diverse contexts, including with other young cancer 
survivors, thus paves the way for the development of positive meanings, a sense 
of life authorship and social connectivity.  
The study therefore argues that it is critical that opportunities are available for 
young survivors’ narratives to develop independently from dominant (and readily 
available) cultural contexts, such as those encountered in this study. These 
include the influence of media and marketing campaigns, healthcare and research 
discourses, or indeed the influence of psychology in its reliance on pathological 
discourses that equate survival responses with PTSD (Bell, 2012; Little et al., 
2002). The Australian community based programs of CanTeen in facilitating peer 
support, and RedKite in providing scholarships for young cancer survivors, are 
examples of how social and educational support can be facilitated outside of a 
healthcare model. It is suggested however, that given the geographical or 
practical impediments to the provision of face-to-face programs, technological 
innovations need to play a more significant role. 
Indeed, this study demonstrated that new technologies provide fertile ground for 
young survivors to develop and share narratives. In particular, the AYA cancer 
advocacy movement in the United States reflects how social media is a powerful 
tool for creating a shared space and a common language for raising issues around 
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AYA cancer. It was apparent that the survivorship narratives of many young 
American survivors evolved in such online forums. Consequently, the majority of 
US non-profit organisations in this field have developed from the mobilisation of 
collective AYA cancer voices and many of these are governed by (former AYA) 
cancer survivors. The US experience, therefore, suggests that technological 
platforms can mobilise the perspectives of young survivors. In so doing, new 
ways of understanding AYA cancer survivorship can develop and thus create 
broader social understanding about the diverse experiences of this group.  
Indeed, the findings from the US phase of the study indicate that young survivors 
are not only capable of informing survivorship care, but can also drive future 
discourse and assume leadership roles in research, advocacy, program 
development and peer support. There is increasing global recognition of the 
importance of including young people in healthcare and research initiatives so 
they can contribute to and shape future service development (e.g. CanTeen, 
2014a; Sender, 2014; Zebrack, 2014).  
Developing shared discourse 
Third, narratives are vehicles for understanding experiences (Jordens et al., 
2001). Although a satisfactory discourse of survival is yet to develop, the topic of 
cancer survivorship is receiving international attention within the global 
oncology community. As noted, meaningful survival is a central concern for 
survivors (Peck, 2008). Hence the experiences and meanings of survivors, as 
communicated through narrative, can contribute to the creation of a new 
survivorship discourse beyond the confines of a biomedical culture and the 
dichotomy of illness versus wellness. Rather than viewing cancer survivorship as 
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a problem that needs to be fixed, focus can shift to a better understanding of that 
which protects, nurtures, and motivates. Indeed, an appreciation of the conditions 
and processes that help young people create meaningful lives can develop by 
engaging with young survivors’ stories of “self-reconstruction and 
autobiographical revisioning” (Drew, 2003). Critically and as demonstrated by 
this research project, narratives provide insights about “survivor time”. Further 
research is needed in this area to inform how this important concept can be 
incorporated into survivorship discourse.  
The insights of AYAs are especially valuable as they experience cancer during at 
a stage when they are developing adulthood identities (Arnett, 2000). Unlike 
older demographics, AYAs will experience entire adulthood trajectories as 
survivors. The experiences of this age group are thus exemplars of cancer 
survivorship. As such, engaging with young people’s stories plays the dual role 
of facilitating survivors’ meaning-making processes through narrative 
reconstruction and also generating a holistic understanding of cancer 
survivorship as it is experienced over time. Despite this, there are few 
opportunities (or contexts) wherein the unadulterated voices of cancer patients 
are heard (O'Connor, 2011). 
The importance of listening to cancer patients’ stories to improve the quality of 
patient and survivorship experiences was highlighted in an editorial of the 
European Journal of Cancer Care (O'Connor, 2011). Furthermore, Kleinman’s 
Illness Narratives (1988) provided insight into the importance of listening to 
patients and including their sociocultural experiences in healthcare contexts. 
Indeed, the methodological approach and interview technique of this study 
demonstrated that listening to the narratives of young adult cancer survivors 
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provide a shared space for understanding. Hence it is argued that by listening to 
and validating young survivors’ stories, others can reflexively engage with their 
experiences (to generate better understanding) and support narrative 
reconstruction (to assist with meaning-making processes). Reviewing young 
survivors’ narratives over time can inform the development of appropriate 
supportive care programs by providing an invaluable body of knowledge about 
the experiences of this group. In so doing, a broader understanding of AYA 
cancer survivorship can develop within the healthcare sector, the broader 
community, and with other cancer survivors.  
For this reason, it is recommended that the aforementioned model of “shared 
care” across (multidisciplinary) acute and primary care settings (Brennan & 
Jefford, 2009) should be further expanded across healthcare and community 
settings to achieve an interdisciplinary approach. Indeed, the recently drafted 
position statement on the critical components of cancer survivorship care in 
Australia (Clinical Oncology Society of Australia, 2014) highlighted that 
community services are minimally integrated with current models of cancer care. 
Yet, this study has illustrated that cancer survivorship is experienced in everyday 
life. Hence, it would be prudent for survivorship programs to utilise and develop 
the legal, financial, practical and healthcare resources already established in the 
community sector.  
Critically, young people must be equal partners in program development. This 
proposition is underpinned by such documents as the National Framework for 
Consumer Involvement in Cancer Control (Cancer Australia & Cancer Voices 
Australia, 2011). Opportunities are thus required for information exchange to 
occur between survivors and healthcare providers, the community sector, among 
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age-matched survivors, and with young people unaffected by cancer. 
Approaching survivorship collaboratively will enable the development of 
common discursive tools and a thus a shared space for understanding that is not 
hierarchical. Indeed, encouraging young people to develop authentically 
representative and authoritative language in diverse contexts will assist young 
people to reclaim life authorship in broader society.  
In summary, it is not intended that the knowledge claims of this research will 
empower individuals or social structures to the detriment of others. Neither does 
the conceptualisation of young adult cancer as a social construct seek to devalue 
or undermine the importance of existing psychosocial or medical knowledge 
about cancer survivorship. On the contrary, by approaching the phenomenon of 
cancer survivorship from the perspective of hermeneutic philosophy, the 
conditions and contexts that shaped the meanings and identities of young 
survivors were clarified. As such, the findings from this study contribute new 
insights into the sociocultural conditions and processes that frame young 
survivors’ experiences and raises consciousness around the ways that certain 
traditions and prejudices influence meanings. Accordingly, space is afforded to 
reflect upon the insights of the present context and promote new collaborative 
approaches in the future. This will impact a broader social conceptualisation of 
young adult survivorship and thus represent young people’s experiences in 
everyday life.  
8.5 Conclusion and future directions 
Within the three countries explored in this study it has been recognised that 
services for young people with cancer have been poorly addressed within current 
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healthcare systems (Morgan et al., 2010) and that there has been less progress in 
improvements in AYA cancer survival when compared to children and older 
adults (Bleyer, 2010). Although AYAs represent a small percentage of all cancer 
patients, the distinct biological, psychosocial and information needs of this 
demographic warrant the development of AYA cancer care as a sub-specialty of 
oncology, in order to bridge the gap between paediatric and adult models of care 
(Williams, 2013). As such, international standards of AYA cancer care have been 
established that involve a multidisciplinary, disease-specific and age-appropriate 
approach (Palmer & Thomas, 2008; Zebrack, 2010). It has been further identified 
that a “one size fits all” model of care is neither appropriate for the diverse nature 
of this population (Morgan et al., 2010), nor caters to the regional challenges 
presented by a nation’s geographical, sociopolitical or healthcare structures 
(Osborn et al., 2013).  
While there has been significant progress in some areas, AYA cancer care is still 
in its infancy. Recent initiatives primarily focus on the treatment phase of the 
cancer trajectory in order to underpin improvements in survival outcomes. 
However, it has been acknowledged that transition from active treatment to post-
treatment can be particularly challenging for this age group and can initiate a 
complex survivorship trajectory that may have far-reaching consequences in 
adulthood (Grinyer, 2009). Yet, despite recent initiatives in both AYA oncology 
and broader cancer survivorship discourse, this study and others (e.g. Salsman et 
al., 2014) have demonstrated that AYA cancer survivorship remains poorly 
understood and is largely conceptualised within the biomedical domain. 
International recognition that cancer survivors’ healthcare requirements change 
over time has triggered a medically driven survivorship discourse that paves the 
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way for further research and knowledge development (Hewitt et al., 2006). As 
such, the current biomedical discursive shift that articulates the chronic nature of 
survivorship necessitates the development of cancer care models that span the 
lifetime trajectory (McCorkle et al., 2011). Accordingly, recent cancer 
survivorship guidelines emphasise the importance of assuming every patient will 
be a long-term survivor (e.g. National Health Service & Macmillan Cancer 
Support, 2013). It has been recognised that planning (and treating) for 
survivorship should commence at the point of diagnosis. Broad definitions of 
survivorship that begin at diagnosis and for the balance of life (e.g. Hewitt et al., 
2006) serve as important reminders that potentially anyone diagnosed with 
cancer can be a long-term survivor and therefore therapies and programs must be 
designed with the intent to maximise cure and minimise long-term side effects 
(Ganz, 2011). 
However this study has argued that the (physiological or psychological) 
functional dimensions of survivorship remain central to cancer survivorship 
agendas. The current biomedical approach to cancer survivorship is therefore 
deficient in holistically understanding young people’s survivorship experiences 
and meaningfully supporting their adulthood trajectories. Beyond medical 
surveillance, AYA survivorship care needs to attend to the life tasks and 
milestones of youth, such as education and career progression, relationship 
building, sexuality and fertility, negotiating financial independence, maintaining 
social connections and autonomy, and the promotion of ongoing health self-
management (Zebrack & Isaacson, 2012). Further to this, the research has 
demonstrated that a cancer diagnosis not only disrupts life trajectories, but it also 
alters the values and meanings that contribute to the development of new 
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biographies. This highlights the need to consider new survivorship perspectives 
and temporal structures that are fundamental to the development of meaning and 
purpose, but may not be characterised by the concept of youth.  
Importantly and as highlighted by this research, the significance of temporality 
for AYA cancer survivors warrants its centralisation in survivorship discourse. 
As such, future research conducted in partnership with AYA cancer survivors 
would further define how “survivor time” interacts with the life tasks and social 
expectations encountered in young adulthood. In so doing, programs could be 
developed that recognise, engage with and support the complexity of 
recalibrating temporal perspectives in diverse social contexts, in order to promote 
sustainable, healthy and meaningful adulthood trajectories.  
As noted by Vaughn et al. (2009), biomedical culture shapes the cultural 
definitions of health and illness. As such, the role of the medical profession 
involves more than eliminating disease. Thus it is argued that while it is the 
responsibility of biomedicine (in partnership with those impacted by cancer) to 
initiate a cancer survivorship dialogue; representatives from all community 
sectors need to be included in the ongoing discussion. This cultural shift 
reimagines the relationships among health services, community care and 
survivorship networks. 
While the origin of cancer survivorship is biomedical, the experiences of cancer 
survivors are lived in everyday society. Framed as a mode of human existence, 
cancer survivorship is experienced through personal identity and social 
positioning. Indeed, Charmaz (1991, p. 258) maintained that “the self is more 
than its body and much more than an illness”. Hence, defining cancer 
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survivorship solely as a chronic healthcare condition may in turn medicalise the 
life experiences and identities of survivors. For this reason, an interdisciplinary 
approach to AYA cancer survivorship program development is indicated, that 
goes beyond the multidisciplinary healthcare model and the confines of a hospital 
setting.  
Indeed, a whole of community approach is needed to develop a survivorship 
agenda that transcends the biomedical (and social) traditions of dichotomising 
illness and wellness (Boruchovitch & Mednick, 2002) and hence cancer 
survivorship experiences as either positive “growth” opportunities or post-
traumatic pathologies (Bell, 2012). Reimagining cancer survivorship in diverse 
sociocultural contexts will support young people to incorporate revised life 
philosophies into purposeful activities, promote social connectivity within and 
across networks, and begin to dismantle the prejudices and mythologies 
associated with the concepts of cancer and survivorship. It is argued that by 
diversifying the survivorship discourse, personal responses to cancer will no 
longer be as narrowly confined or promoted according to the social acceptability 
of “successful survival”. 
Of course, the concept of cancer survivorship will evolve over time as medical 
treatments improve and the numbers of survivors increase and live longer. 
Furthermore, as sociocultural, political and economic conditions fluctuate, so too 
will the dominant discourses that are instrumental in shaping people’s lives. The 
social construction and life experiences of youth will inevitably change. Hence 
the constantly evolving fabric of society needs to be considered when applying 
the principle of personhood (in context) before patienthood.  
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It is therefore not only important to view this historical period in cancer care as 
an opportunity to develop appropriate cancer survivorship discourse, but also to 
implement a flexible approach now that will respond to future conditions as they 
evolve. As such, the establishment of a cancer survivorship agenda that has equal 
ownership by young people, healthcare providers and the community sector will 
mean that responsibility is shared for the outcomes, ongoing evaluation and 
sustainability of survivorship care programs and services. The well-known slogan 
“nothing about us without us” is useful to communicate the idea that no future 
survivorship agenda should be decided by any representative without the full and 
direct participation of the young people that will be impacted by it28. 
The Institute of Medicine (2001) maintains that improving clinician-patient 
communication is a key recommendation in restructuring healthcare in the 21st 
century. Furthermore, influential AYA cancer researchers and clinicians, Zebrack 
(2014) and Sender (2014) advocate for patient-centered research to inform 
patient-centered AYA cancer care. As noted by Zebrack (2014, p. 2227), 
Patient-centered perspectives on cancer survivorship are useful in 
informing the development of clinical care programs and research. They 
reflect the preferences, values, beliefs, and concerns of patients, which is 
knowledge necessary for equalizing the doctor–patient relationship [and] 
achieving shared decision-making…  
This study extends such propositions to the shared development and potential 
governance of AYA cancer survivorship agendas on a global scale. Such an 
approach would precipitate public awareness, technological innovation, 
                                                
 
28 "Nothing about us without us" originated in Central European political traditions from a Polish law of 1505 that translates 
into this slogan. It has been commonly used since the early 1980s by disability rights and other political interest groups and is 
associated with democratic process. 
Chapter 8: Synthesis and Future Directions 283 
education, research, continuity of care pathways across healthcare and 
community sectors, and collaboration across paediatric and adult settings. 
Importantly, it would engender a broader social understanding of the experiences 
of this distinct group and thus support and empower young people as they 
negotiate the complexities of both adulthood and survivorship. 
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Appendix A: Invitation to TYA International Conference 
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Appendix B: Invitation to Survivorship Conference 2013 
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Appendix C: Invitation to Survivorship Conference 2015  
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Appendix D: Research Timeline 
The timeline below indicates the distinct project phases over a three year period. 
Year One: 
July 2011 – June 2012 
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Literature Review (ongoing)             
Reflexive memo writing (ongoing)             
QUT ethics application and Stage 2 Proposal             
Recruit for Interview Series 1 (AU)             
Conduct Interview Series 1 (AU)             
Transcription and data analysis from 
interview Series 1 (AU)            
 
Recruit for Interview Series 1 (EN)             
Confirmation Report and Seminar             
Travel to England for Interview Series 1              
Present at international conference (EN)             
 
 
Year Two: 
July 2012 – June 2013 
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Transcription and data analysis from 
Interview Series 1 (EN)            
 
Recruit for Interview Series 2 (AU, EN)             
Conduct Interview Series 2 using Skype if 
appropriate (AU, EN)             
 
Present at survivorship conference (AU)             
Transcription and data analysis from 
Interview Series 2 (AU, EN)            
 
Recruit for Interview Series 1 (US)             
Travel to US to conduct Interview Series 1             
 
Year Three: 
July 2013 – December 2014  
(4 month leave) 
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Recruit for Interview Series 2 (US)               
Conduct Interview Series 2 (US)               
Transcription and data analysis from 
Interview Series 1 and 2 (US)           
    
Write findings chapters and review thesis               
Final Seminar                
Lodge Final thesis               
Write for peer-reviewed journals (ongoing)               
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Appendix E: Demographic Data Form 
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Appendix F: Participant Information and Consent Form 
 
PARTICIPANT	  INFORMATION	  FOR	  QUT	  RESEARCH	  
PROJECT	  
Conceptualising	  meaning	  in	  life:	  The	  experiences	  of	  young	  adult	  cancer	  survivors	  
QUT	  Ethics	  Approval	  Number	  1100001083	  
RESEARCH	  TEAM	  	  
Principal	  Researcher:	   Ms	  Danielle	  Tindle,	  PhD	  Candidate,	  QUT	  
Associate	  Researchers:	   Dr	  Carol	  Windsor,	  Prof	  Patsy	  Yates,	  Supervisors,	  QUT	  
What	  is	  this	  study	  about?	  
The	   purpose	   of	   this	   project	   is	   to	   examine	   the	   experiences	   of	   young	   adult	   cancer	  
survivors	  to	  understand	  what	  the	  concept	  of	  ‘meaning	  in	  life’	  is	  for	  this	  group.	  It	  will	  be	  
conducted	  across	  three	  countries:	  Australia,	  England	  and	  the	  United	  States.	  Whilst	  
cancer	  in	  young	  people	  has	  recently	  become	  a	  focus	  within	  the	  cancer	  community,	  
there	  is	   limited	  knowledge	  about	  the	  effect	  of	  the	  illness	  on	  a	  young	  person’s	   life,	  
how	  meaning	  and	  fulfilment	  in	  survivorship	  are	  found,	  and	  whether	  survivors’	  long-­‐
term	  quality	   of	   life	   can	   be	   improved	  by	   finding	  meaning	   and	   purpose	   in	   life.	   It	   is	  
hoped	   that	   this	   research	   study	   will	   enable	   health	   professionals	   and	   other	  
community	   organisations	   to	   gain	   a	   better	   understanding	   of	   young	   people’s	  
experiences	   in	   survivorship	   in	   order	   to	   develop	   appropriate	   supportive	   care	  
programs.	  	  
You	   are	   invited	   to	   participate	   in	   this	   project	   because	   you	   had	   a	   cancer	   illness	  
between	  the	  ages	  of	  15	  and	  29,	  have	  been	  post-­‐treatment	  for	  2	  or	  more	  years,	  and	  
are	  currently	  18	  -­‐	  40	  years	  old.	  This	  research	  study	  will	  explore	  your	  experiences	  in	  
survivorship	  and	  what	  the	  concept	  of	  ‘meaning	  in	  life’	  is	  for	  you.	  
Who	  is	  carrying	  out	  the	  study?	  
This	   study	   is	   being	   undertaken	   by	   Danielle	   Tindle	   as	   part	   of	   her	   PhD	   research	  
project.	   Danielle	   Tindle	   is	   a	   PhD	   candidate	   at	   the	   Queensland	   University	   of	  
Technology	  in	  Brisbane,	  Australia.	  Danielle	  is	  also	  the	  Senior	  Project	  Officer	  for	  the	  
Queensland	   Adolescent	   and	   Young	   Adult	   Cancer	   Services	   based	   at	   the	   Royal	  
Children’s	  Hospital,	  Brisbane.	  	  
What	  does	  the	  study	  involve?	  
If	  you	  agree	  to	  participate	  in	  the	  study,	  you	  will	  be	  contacted	  by	  the	  researcher	  via	  
email	  or	  phone	  to	  arrange	  a	  time	  to	  meet	  at	  an	  agreed	  location	  convenient	  for	  you.	  
The	   venue	   chosen	   will	   be	   comfortable	   and	   will	   be	   at	   a	   public	   place	   such	   as	   a	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university,	   library,	   or	   the	   cancer	   organisation	   you	   have	   contact	   with.	   Your	  
participation	  will	  involve	  an	  audio-­‐recorded	  interview	  and	  will	  take	  approximately	  1	  
hour	  of	  your	  time.	  The	  interview	  will	  be	  informal	  and	  you	  can	  disclose	  as	  much	  or	  as	  
little	  information	  as	  you	  like.	  	  
The	  researcher	  will	  ask	  some	  guiding	  questions;	  however,	  you	  can	  choose	  to	  focus	  
on	   what	   is	   most	   important	   or	   relevant	   to	   you.	   Examples	   of	   the	   questions	   asked	  
include:	  
1. Tell	  me	  about	  your	  life	  before	  you	  were	  diagnosed.	  
2. How	  would	  you	  describe	  the	  person	  that	  you	  were	  then?	  
3. What	  do	  you	  value	  most	  about	  your	  life	  now?	  	  
4. How	  do	  you	  feel	  about	  the	  term	  “cancer	  survivor”?	  	  
5. Where	  do	  you	  see	  yourself	  a	  few	  years	  from	  now?	  	  
A	   second	   interview	  will	   take	   place	   a	   few	  months	   after	   the	   first	   interview	  with	   a	  
smaller	   number	   of	   participants.	   You	   may	   be	   asked	   to	   participate	   in	   the	   second	  
interview	  which	  will	  be	  conducted	  either	  face-­‐to-­‐face	  or	  using	  technologies	  such	  as	  
Skype.	   The	   interview	  process	  will	   be	   similar	   to	   the	   first;	   it	  will	   be	   audio-­‐recorded	  
and	  will	  take	  approximately	  one	  hour.	  If	  you	  are	  asked	  to	  participate	  in	  the	  second	  
interview,	  information	  will	  again	  be	  provided	  about	  the	  study.	  	  
Can	  I	  withdraw	  for	  the	  study?	  
Your	  participation	  in	  this	  project	  is	  entirely	  voluntary.	  If	  you	  do	  agree	  to	  participate,	  
you	  can	  withdraw	  from	  the	  project	  at	  any	   time	  without	  comment	  or	  penalty.	  You	  
can	  also	  request	  that	  you	  would	  prefer	  not	  to	  be	  contacted	  for	  a	  second	  interview,	  
at	  any	  stage.	  Your	  decision	  to	  participate,	  or	  not	  participate,	  will	   in	  no	  way	  impact	  
upon	  your	  relationship	  with	  QUT	  or	  the	  organisations	  you	  are	  associated	  with.	  
Who	  will	  the	  study	  benefit?	  
It	   is	   expected	   that	   the	   research	   findings	   of	   this	   project	  will	   not	   benefit	   you	   directly;	  
however	   you	   may	   enjoy	   the	   opportunity	   to	   talk	   about	   your	   experiences.	   The	  
knowledge	   gained	   from	   this	   research	   may	   be	   used	   to	   develop	   supportive	   care	  
programs	  that	  will	  benefit	  other	  young	  cancer	  survivors	  in	  the	  future.	  
Are	  there	  any	  risks?	  
There	   are	   no	   physical	   risks	   associated	  with	   your	   participation	   in	   this	   project	   beyond	  
normal	   day-­‐to-­‐day	   living.	   The	   focus	   of	   the	   interview	   will	   be	   on	   your	   life	   now;	  
however,	  discussion	  about	  your	  cancer	  experience	  may	  also	  take	  place.	  While	   it	   is	  
not	  expected	  that	  the	  interview	  will	  cause	  any	  distress,	  if	  this	  does	  occur,	  you	  may	  
choose	  to	  talk	  about	  something	  else,	  take	  a	  break,	  or	  stop	  the	  interview	  altogether.	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If	   appropriate,	   the	   researcher	  will	   provide	   information	   about	   how	   to	   access	   local	  
counselling	  services.	  	  	  
Privacy	  and	  Confidentiality	  
All	  comments	  and	  responses	  will	  be	  treated	  confidentially	  and	  after	  transcription	  of	  the	  
interviews,	  will	  be	  anonymous.	  Only	   the	  researcher	  will	  have	  access	   to	   the	   interview	  
data	   collected	   and	   the	   audio	   recordings.	   The	   data	   and	   recordings	   will	   be	   stored	  
securely	  for	  5	  years	  as	  required	  by	  the	  Australian	  Code	  of	  Responsible	  Research.	  The	  
non-­‐identifiable	  data	  collected	  may	  be	  used	  in	  comparative	  studies	  for	  future	  projects.	  
The	  final	  report	  of	  the	  study	  will	  ensure	  that	  individual	  participants	  are	  not	  in	  any	  way	  
identifiable.	  
Consent	  to	  Participate	  
If	   you	   agree	   to	   participate,	   you	   are	   invited	   to	   sign	   a	   written	   consent	   form	  which	   is	  
attached	   with	   this	   information	   sheet.	   This	   will	   give	   your	   consent	   to	   participate	   and	  
enable	  the	  researcher	  to	  contact	  you	  directly	  to	  organise	  the	  interview.	  
Questions?	  Need	  more	  information?	  
If	   have	   any	   questions	   or	   require	   any	   further	   information	   about	   the	   project	   please	  
contact	  the	  Principal	  Researcher.	  
Danielle	  Tindle	  	   Queensland	  University	  of	  Technology	  
Phone:	  	   +61	  7	  3138	  0031	  
Email:	  	   d.tindle@qut.edu.au	  
Concerns	  /	  Complaints	  about	  the	  conduct	  of	  the	  project	  
QUT	   is	  committed	   to	   research	   integrity	  and	   the	  ethical	   conduct	  of	   research	  projects.	  	  
However,	  if	  you	  do	  have	  any	  concerns	  or	  complaints	  about	  the	  ethical	  conduct	  of	  the	  
project	  you	  may	  contact	   the	  QUT	  Research	  Ethics	  Unit	  on	  +61	  7	  3138	  5123	  or	  email	  
ethicscontact@qut.edu.au.	   The	  QUT	   Research	   Ethics	   Unit	   is	   not	   connected	  with	   the	  
research	  project	  and	  can	  facilitate	  a	  resolution	  to	  your	  concern	  in	  an	  impartial	  manner.	  
Thank	  you	  for	  helping	  with	  this	  research	  project.	  	  Please	  keep	  this	  sheet	  for	  your	  
information.	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CONSENT	  FORM	  FOR	  QUT	  RESEARCH	  PROJECT	  
–	  Interview–	  
 
RESEARCH	  TEAM	  CONTACTS	  
	  
Ms.	  Danielle	  Tindle	  
PhD	  Candidate	  	  
Institute	  of	  Health	  &	  Biomedical	  
Innovation,	  QUT	  
+61	  7	  3138	  0031	  	  
d.tindle@qut.edu.au	  	  
	  
Dr.	  Carol	  Windsor	  	  
Supervisor	  
School	  of	  Nursing	  	  
QUT	  
+61	  7	  3138	  3837	  
c.windsor@qut.edu.au	  
	  
Prof.	  Patsy	  Yates	  
Supervisor	  
School	  of	  Nursing	  	  
QUT	  
+61	  7	  3138	  3835	  
p.yates@qut.edu.au	  	  
	  
STATEMENT	  OF	  CONSENT	  
By	  signing	  below,	  you	  are	  indicating	  that	  you:	  
• have	  read	  and	  understood	  the	  information	  document	  regarding	  this	  project	  
• have	  had	  any	  questions	  answered	  to	  your	  satisfaction	  
• understand	  that	  if	  you	  have	  any	  additional	  questions	  you	  can	  contact	  the	  
research	  team	  
• understand	  that	  you	  are	  free	  to	  withdraw	  at	  any	  time,	  without	  comment	  or	  
penalty	  
• understand	  that	  you	  can	  contact	  the	  Research	  Ethics	  Unit	  on	  +61	  7	  3138	  5123	  or	  
email	  ethicscontact@qut.edu.au	  if	  you	  have	  concerns	  about	  the	  ethical	  conduct	  
of	  the	  project	  
• understand	  that	  the	  project	  will	  include	  audio	  recording	  
• understand	  that	  non-­‐identifiable	  data	  collected	  in	  this	  project	  may	  be	  used	  as	  
comparative	  data	  in	  future	  projects	  
• agree	  to	  participate	  in	  the	  project	  
Name	   	  
Signature	   	  
Date	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Appendix G: Initial Interview Questions 
PRESENT DAY 
1. Can you tell me about your life today and the things that matter to you? 
2. Who are the people in your life that are important to you? 
BEFORE DIAGNOSIS 
3. Tell me about your life before you were diagnosed. 
4. How would you describe the person that you were then? 
5. What really mattered to you at the time?  
6. Tell me about the events that led to your cancer diagnosis. 
7. What did the word “cancer” mean to you when you were first diagnosed? 
AFTER CANCER 
8. Can you describe how your cancer experience has affected your life now? 
9. Has anything or anyone in particular helped over this time? 
10. How do you feel about telling other people your medical history? 
11. How do you feel about the term cancer “survivor”? 
12. What do you value most about your life now?  
13. Can you describe any aspect you’d like to focus on more? 
14. Where do you see yourself a few years from now?  
15. After having these experiences, is there any advice you’d give to another young 
person who has finished cancer treatment? 
ENDING QUESTIONS 
16. Is there anything else I should know about how you create meaning in your life? 
17. Is there anything we’ve talked about today that you’d like to discuss further? 
18. Is there anything you’d like to ask me? 
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Appendix H: Developed Interview Questions 
1. Can you start briefly by telling me about a bit about your life today? 
LOSS OF GIVEN 
2. What did the word “cancer” meant to you before you were diagnosed? 
3. Tell me briefly about your cancer treatment. 
4. Do you feel that you lost something when diagnosed – a sense of innocence or 
invincibility? 
DISCHARGE 
5. Can you describe what you were told at the end of treatment, in terms of follow-
up, prognosis or survival statistics? 
6. Can you describe to me times where you might think about your mortality? 
7. Do you worry about recurrence? Can you tell me more… 
8. How does that affect your day-to-day life?  
RISK-TAKING:  
9. Do you ever feel like you want to relax, have fun and just enjoy life now?  
SURVIVORSHIP 
10. How do you feel about the term “cancer survivor”? 
11. How do you think broader society in the US/EN/AU views cancer survivors?  
12. What about young adult survivors? 
13. How do you feel about disclosing your cancer experience to other people? 
TIME 
14. How do you feel about your future?  
15. How do you feel about planning or setting goals, or do you focus more on the 
present? 
16. What does living a successful or meaningful life mean to you? (e.g. good job, 
nice house, being happy) 
17. Would you say this is similar to other people your age? 
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EMPOWERED/ ISOLATED OTHER 
18. Can you describe times you feel empowered as a result of your experience? 
19. Can you describe times you feel different from others who haven’t experienced 
cancer? 
20. Are there times when you feel alone or isolated? 
21. People sometimes talk about feel guily following cancer. Is this something 
you’ve experienced? 
22. Tell me about the relationship you have with your treating team now. 
CULTURAL BODY REVISED 
23. Do you feel that your experience has affected the way you view your body? 
24. Do you relate to society’s perceptions or expectations of youth? 
25. How does that impact your day to day life? 
26. Is there anything we’ve talked about that you’d like to discuss further? 
27. Is there anything that we haven’t touched on that’s important to you? 
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Appendix I: Human Ethics Approval Certificate 
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Appendix J: Example of Organisation’s Ethical Approval 
 
